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ABSTRACT 

This document consists of the three second*"year 
issues of a news letter concerning people with deaf-bl indnes s . These 
issues include the following major articles: "A Report on Deaf-Blind 
Technical Assistance Collaboration" (Paddi Henderson and Rich 
Mulholland); "Rabbits and Retards" (Joyce Ford), in which a parent 
describes an encounter between her deaf-blind son and a new friend; 
"Communi cat i on and Language Acquisition: To Teach or Not To Teach" 
(Kathleen Stremel) ; "Recreation and Leisure" (Lauren Lieberman) ; 
"Sorting Out the Challenges of Fatherhood: Vision and Reality" 
(Robert W. Moore); "Improving Outcomes and the Quality of Life for 
Children, Youth, and Adults Who Are Deaf-Blind" (Judith E. Heumann) ; 
three presentations on the National Deaf-Blind Program (the 307.11 
program) by Bud Fredericks, Michael T. Collins, and Dawn Hunter; 
"Func' ional Assessment: Understanding and Identifying the Causes of 
Challenging Behaviors in students Who Are Deaf-Blind" (James K. 
Luiselli); "Heidi's Inclusion in Junior High: Transition and 
Educational Planning for a Student with Deaf-Bl indnes s " (Susan W. 
Edelman and others); "Children Who Are Deaf-Blind: A National 
Interest Requiring National Action'" (John Reiman); and "Let's Have 
an Institute" (Cheryl R. Kennedy and Bruce A. Dalke) . Also included 
in each issue are news items, conference announcements, and regional 
reports. (DB) 
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A Report on Deaf-Blind Technical Assistance Collaboration 

Paddi Henderson 
Assistant Regional Coordinator 
TRACES Western Region 

Rich Mulholland 
Regional Coordinator 
TRACES Western Region 



I^estructuring, reorganizing, resizing — all are current buzz words of business and industry. The 
increasingly competitive environment of our emerging global economy drives many organizations 
toward organizational change. This momentum behind change in private business and industry is 
beginning to spread to public entities, as exemplified by movements such as Re-Inventing Government, 
America 2000, and Health Care Reform. 



There are, however, differences that surface when comparing change in the private and public sectors. 
Business and industry can affect the supply and demand of a product or service by manipulating the 
micro economies associated with that product or service. Education and other human service organiza- 
tions, on the other hand, strive to meet the multifaceted needs of their constituents, but have little control 
over the variables that influence the availability and quality of resources. For example, the number of 
constituents eligible for services and the responsibilities of many public agencies have steadily increased, 
but increases in funding have not kept pace. 
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The Services for Children with Deaf-Blindness Program, 
which currently funds 46 single state and 3 multistate 
deaf-blind projects, is not immune to this dilemma. The 
number of children, birth to age 21, identified as being 
deaf-blind has grown from less than 2500 at the pro- 
gram's inception in 1975, to over 8400 children reported 
in the most recent census (Baldwin, 1994). We hav’e also 
seen more children with complex etiologies and/or se- 
vere medical needs being identified, due in part to mod- 
ern technology's role in the survival of medically fragile 
newborns. 

Because of the implementation of Part H Programs (for 
children birth through 2) across an increasing number of 
states, greater numbers of children with disabilities, in- 
cluding those who are deaf-blind, are becoming eligible 
for state-mandated services. Within states that have im- 
plemented a Part H program. Federal Regulations 
307.11(a) and (b) clearly state that the state or multistate 
deaf-blind project is not permitted to provide these direct 
services. However, according to Federal Regulation 
307.11(c), the project must take an active role in coordi- 
nating services for these children with other state agen- 
cies. This often requires the state or multistate deaf-blind 
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project to provide technical assistance services to a large number of agencies 
so they may provide direct services to these children. 

The challenges become even more significant when viewed in light of the 
funding of the Services for Children with Deaf-Blindness Program. There 
have been no increases in funding in the past several years, even though all 
the variables discussed above have greatly affected the quantity and quality 
of expected services. The projects are being asked to do more for a greater 
number of children with no additional funding. Combine this w'ith the 
staggering cost of inflation over the last 20 years, and the result is an urgent 
need to do things differently. 

Clearly, if the expectations for state or multistate projects have changed, then 
the strategies to meet these expectations must also change. This article will 
define collaboration as a strategy to meet changed needs and will provide 
examples of how several state and multistate deaf-blind projects have used 
collaboration with other agencies for the development, enhancement, and the 
delivery of services. These efforts have involved multiple agencies within a 
single state, consortiums consisting of other state or multistate deaf-blind 
projects, and other combinations of technical assistance providers. 

Understanding Collaboration 

Successful collaboration requires mutual understanding and respect for each 
collaborator's work and is driven by the common needs and goals of the 
collaborators. Agencies within a state who provide services for children who 
are deaf-blind and their families and service providers (e.g., state and local 
education agencies, the Services for Children who are Deaf-Blind Project, 



"The projects are being asked to do more 
. . . with no additional funding. . . . 
the result is an urgent need to do things 
differently." 

Headstart, Department of Health, Coordinated System for Personnel Devel- 
opment) have several inherent commonalities; constituency; state legislation, 
administrative procedures, and budgets; and participation in a common 
system (or lack of system) for coordinated service delivery. Such commonali- 
ties provide a forum for mutual understanding among intrastate collabora- 
tors. 

The state or multistate deaf-blind projects also share characteristics that 
ensure collaborative success. For example, all of the projects are guided by 
the same federal rules and regulations, providing a common understanding 
of what must be done. Common needs have been consistently and clearly 
identified among state or multistate project directors. And, most important, 
the projects share a common goal: to provide the best possible services to 
children, families, service providers, and others who have direct contact with 
children who are deaf-blind. 

Collaborative technical assistance activities arc as varied as the needs that 
drive them. Table 1 illustrates five levels of collaboration and the conditions 
that must be present for success (Western Regional Resource Center, 1991). 
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Table 1: Levels of Collaboration 



1 Level Of Collaboration 


In Order To Succeed 




Information Sharing (agreeing to keep agencies in- 
formed): making sure that collaborating agencies know 
one another's plans and anything else that might affect 
their (shared) work. 


These involved must consider the information needs 
of their collaborators. 


Calendar Coordination (agreeing to not trip over other 
agencies): making sure that the calendars of all collabo- 
rators are organized well enough to avv>id conflicting 
schedules. 


Collaborators must be willing to constrain calendars 
and arrange timelines to fit with those of other 
agencies. 


Events Coordination (agreeing to do things at the 
same time, or in logical sequence): arranging inde- 
pendent events (not necessarily related to the collabora- 
tors) at the same time/location, or in logical sequence 
(immediately following), so that there is some benefit 
in time, travel, or other event-related savings. 


Those involved in the collaboration must set joint 
calendars; coplan events that are compatible; focus on 
more or less the same target audience. 


Activities Collaboration (agreeing on what to do and 
1 doing it together): cosponsoring activities in which col- 
laborators have codependent roles (e.g., sharing parts 
of a single conference agenda, sending related service 
personnel to the same location at the same time to fa- 
cilitate training). 


The cosponsored activities must be directed toward 
reaching compatible goals of the collaborators 
involved. 


Strategy Collaboration (agreeing on ivhat to do, hozv 
to do it, and ivhat the long-range outcomes should be): 
cosponsoring a series of activities in which collabora- 
tors agree on a set of outcomes and actions as part of a 
1 long-range plan to promote systems change. 


Goals and outcomes must be shared and all must agree 
on the strategy or series of steps to be taken to reach 
the goal. This employs collaboration for long-range 
strategic planning for change. 



Note. From, Western Regional Resource Center. (1991). Proposal for a gr a nt to ope rate fl regionfll resource center to sen^c Re gi on V L (CFDA 
No. 84.028). Eugene, OR: Author. Reprinted with permission. 



Clearly, collaboration can take many forms. Sys- 
tems as they evolve, may move through all the 
levels or focus on activities within only one or two 
of the described levels. Collaboration becomes eas- 
ier as trust grows and mutual respect deepens. The 
first few levels of collaboration can help build 
trust. Relatively small endeavors, such as sharing 
pertinent information in a timely, consistent man- 
ner, create win-win situations for the collaborators. 
As the complexity of the issues increases, (i.e., 
moving through the levels of collaboration toward 
strategy collaboration), a collaborative relation- 
ships becomes more complex. Trusting relation- 
ships become imperative. The foundation of a 
trusting relationship is believing that the other 
person and the agency he or she represents (a) has 
the integrity to meet commitments and keep prom- 
ises; (b) will sometimes lead and not always follow; 
(c) has sensitivity to other people's needs and in- 
terests; and (d) will be open and honest while 
keeping others informed about actions and inten- 
tions. 



Using Collaboration 

As a way of maximizing effectiveness, many state 
or multistate deaf-blind projects have already par- 
ticipated in one or more levels of collaboration. 
Table 2 provides examples of recent collaborative 
activities between states or multistate deaf-blind 
projects and other organizations. Some efforts are 
ongoing; others have already taken place or are in 
the planning stage. By reorganizing, encouraging, 
and through the mutually reinforcing outcomes of 
collaboration, future opportunities for collabora- 
tion in the Services for Children with Deaf-Blind- 
ness Programs are enhanced. 

(coutiiiual on iirxl 
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Table 2: Examples of Collaboration 



Faff 1994 



Collaborative 

Partners 


Need Identified 


Collaborative Action 


Level Of j 
Collaboration 

(from Table 1 ) 


District of Columbia 

Maryland 

Virginia 


Ongoing training 
opportunities for family 
members and professionals 


Maryland sponsoring a parent retreat. 
Virginia hosting a summer institute; parents 
and professionals from DC invited to both; 
DC assisting financially; DC will host future 
activities for three states 


Events 

Coordination 


Inc .ma 
Illinois 

I Blumberg Cntr for 
I Studic.; in Spec Ed 
Project ENABLER 


Information regarding 
infants and the 
development of vision 


Support for writing of booklet titled 
"Helping Young Children with Visual 
Impairments Make Use of Their Vision" 


Activity 

Collaboration 


I 14 states in TRACES 
Western Region 


Literature describing deaf- 
blind project and common 
behaviors of children who 
are deaf-blind 


Developed "unified" awareness level 
brochure to be customized for use by all 
state projects in the region 


Activity | 

Collaboration j 


Arkansas 

Texas 

Five state agencies 


Build instate expertise in 
area of effective practices 
for individuals who are 
deaf-blind 


Planned and sponsored a conference to 
train family members and service 
providers from Texas, Arkansas, 
Oklahoma, Louisiana 


.Activity 

Collaboration 


West Virginia 
1 North Carolina 
TRACES 


Functional hearing and 
vision assessment processes 
and materials 


North Carolina shared process and 
materials for vision assessment; states 
jointly developed process and materials 
for hearing assessment 


Strategy 

Collaboration 


1 Illinois 

Two state agencies 
American Foundation 
for the Blind 
HKNC 
TRACES 


1 . Training for professionals 
on early intervention 
strategies 

2. Statewide parent 
organization 


Sponsored workshop to train 
professionals and develop goals and 
action plans for parent organization 


Strategy 
Collaboration j 


Utah 

I Nine state agencies 
TRACES 


A coordinated system for 
deliver)^ of all ser\'iccs 
within the state for persons 
who are deaf-blind 


Regularly scheduled meetings to develop 
a fully coordinated service delivery 
system with a single point of entry 


Strategy j 

Collaboration | 


Delaware 

Five state agencies 

TRACES 


System for delivery of 
special education services 
for individuals who live in 
nursing homes and have 
complex health care needs 


Process developed and implemented 
with four children for the delivery of 
special education services in local school 
district instead of in nursing home setting 


Strategy 

Collaboration 


14 states in TRACES 
Western Region 
NHC^TAS 
Western Regional 
Resource Center 
California State 
University - 
Northridge 
California Part H 
coord inatt'jr 
California Part B 
coordinator 


1. Understanding Parts 
Band H 

2. Knowledge of available 
state, regional, and 
national resource 
providers for early 
childhood services 

3. Comprehensive, effective 
early childhood services 
delivery system 


Two-day meeting held to: (a) discuss 
resources, (b) identify methods for 
collaborating with other providers 
including those not in special cducatioi\ 
(i.e., other state agencies, medical 
facilities, preschools), (c) identify 
components of a comprehensive, 
effective program for early childhood 
services 


Strategy 

Collaboration 






o 

ERIC 



4 




Benefiting From Collaboration 

Numerous benefits result from the collaborative 
process. First, creativity flourishes when the tal- 
ents, abilities, and resources of the participants are 
combined. Creativity not only strengthens the cur- 
rent methods used for providing services, but can 
lead to the development of new, innovative ideas. 
Second, as time and money resources become 
more scarce, collaboration enhances the resources 
available to any one project, Third, collaborative 
efforts help build a social support network that has 
benefits reaching far beyond the workplace and 
helps maintain personal and professional vitality. 
And finally, collaboration has been proven to be 
far more effective than competitive or individual 
endeavors. In a review of 122 empirical studies 
conducted by a group of University of Minnesota 
researchers 60% of the studies found that collabo- 
ration promoted higher achievement than compe- 
tition did. Ninety-five percent of the studies found 
higher achievement through collaboration than 
through individual effort (Kouzes & Posner, 1987). 

Groups working together and pooling resources 
can achieve much for children and families. Col- 
laboration pro\’ides opportunities for extraordi- 
nary results. 
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Rabbits and Retards 

Joyce Ford 
Parent 

My 13-year-old daughter, Sarah, is an animal 
lover. At age two, she adopted her first kitten — a 
kitten that was destined to wear lacy bonnets and 
ride in a pink plastic baby buggy. Apparently, 
neither of them knew that this wasn't typical ani- 
mal behavior for they both accepted it as a routine 
part of each day. She was heartbroken at age 4 
when roaming neighborhood dogs attacked and 
killed Tooie early one cold spring morning. 

Like many other parents, we immediately began 
searching for a new pet to help ease her pain. We 
tried many; two more kittens within the first year, 
a turquoise parakeet a few years later, a puppy the 
following Christmas, and a couple of hamsters. 
Our house w’as beginning to resemble a zoo, as we 
didn't seem to have enough sense to eliminate 
previous pets before adding another one. Sarah 
loved them all. Still, I did not see the bonding and 
devotion that had once existed when she was a 
toddler. 

When Sarah was 11 we acquired two adult rabbits 
from my nephew. It soundeil like a good idea. It 
wasn't. The rabbits were virtually wild and would 
growl and bite her each time she attempted to care 
for them. We soon had to find new homes for them. 

I was convinced that this would be the end of the 
rabbit business, but it v^^asn't. Sarah begged for 
another one. She wanted a little one that she could 
raise herself. 

That Christmas, Santa felt the need to bring Sarah 
a baby bunny, and for the first time since she was 
little, I saw the essence of pure love and de\'otion 
pour out from within her. She and the bunny 
shared a special bond. 

As time passed, more rabbits were added. We 
began building cages to house the pedigreed col- 
lection and Sarah was spending considerable time 
with them. Breeding soon took place, and eventu- 
ally she had her own crop of bunnies to sell for 
Easter. It was delightful. 

In April of 1994, Sarah entered two of her rabbits 
in a formal competition. This was a new experience 
for our entire family. It was also one of the few 
times, other than Christmas mornings, that I could 
recall Sarah being happy to be up so early. We 
loaded the whole family into the car along with our 
thermoses of coffee and hot chocolate and left the 
house early that Saturday morning for the half- 
hour drive to a small town w’est of us. It was a gray 
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drizzly morning, but our spirits were high as we 
headed off on this new adventure. 

1 have never seen so many rabbits in one place. Big 
ones, little ones, wooly ones, and velvet ones. Each 
of them were accompanied by their loving own- 
ers — some adults, some children. There was a great 
deal of commotion as everyone prepared for the 
show. Rabbit paraphernalia filled the large room. 
I decided to escape the confusion by taking Riley 
for a walk. 



We paused outside of the 
building to put Riley's 
jacket hood on. It was here 
that we met Everett, a 
blonde fifth grader who 
stared at Riley as he jumped 
excitedly in the light rain. I 
said hello and smiled at him. Everett took this 
friendly gesture as an invitation to talk. 

"The kids at my school would call him a retard," 
he began. "I know they would." 

I was surprised by his openness. His words stung 
me, still I was willing to continue the conversation. 

"I think that's sad," I replied, "because Riley really 
likes school and he especially likes kids. I think that 
friends are really important to him." I paused as I 
tied the cord of Riley's hood and tightened the 
zipper closer to his chin. " Sometimes people are 
afraid of things they don't know about," I added. 
"Are you ever like that?" 

Everett immediately assured me that, as an 11- 
year-old, he wasn't afraid of anything. 

By now' Riley had discovered Everett's presence 
and was busy trying to identify who this person 
w'as. He was feeling his hair, face, shoulders, and 
arm. I intervened when Everett appeared uncom- 
fortable as Riley reached for his throat. I briefly 
explained Riley's disabilities and told him that 
Riley w'as touching his throat in order to feel him 
talk. I demonstrated this with Riley's hand on my 
throat. Everett still appeared nervous. 

"Well," 1 said, "Riley and I were just going to take 
a little walk. Maybe w'e'll see you later." It seemed 
like a graceful w'ay to let Everett off the hook. We 
turned aw'ay and began walking toward a second- 
hand shop I had spotted on the way into town. I 
knew it wouldn't be open that early, but I wanted 
to browse through the windows. Besides, it was 
pleasant outside in spite of the light rain and Riley 
was enjoving the walk as well. We stopped at an 
intersection a block away. 1 glanced behind me. 
There, a half-dozen steps behind, stood Everett. 



"Would you like to walk with us?" I asked. He 
eagerly ran to Riley's side. I asked if his parents 
knew where he was. He told me a short walk 
would be okay with his dad. And so we continued 
on our journey, introducing ourselves, discussing 
our interest in rabbits, and talking with greater 
ease about being blind and deaf. I taught him 
sighted guide technique. He showed me what he 
could remember of the manual alphabet he had 
learned in Boy Scouts. He asked a lot of questions. 

I answered each of them. 
Eventually we decided that 
it was time to return to the 
show. 

Riley and Everett walked 
and jumped together on the 
way back. They discovered 
a couple of mud puddles to 
stomp in. They held hands. They felt each other's 
throats and laughed at the vibrations of their 
voices. I smiled as I watched them together. It was 
I who now walked a half-dozen steps behind the 
two of them-by their choice. 

They also chose to spend much of the day together. 
Everett patiently and carefully showed Riley each 
of the three hundred or so rabbits on exhibit. They 
ate donuts together. They checked out the guinea 
pigs. They shared hot chocolate. Everett taught 
Riley how to eat "Now-n-Later's," a gooey, chewy 
candy in a tattered wrapper that had obviously 
been stuffed into his pocket for some time. They 
were inseparable. 

At the end of the day Everett told me he thought 
that Riley should be in 4-H. He had decided that 
Riley could raise rabbits by touch and I agreed 
with his thinking. He said he wished Riley lived in 
his town so that they could be in a 4-H Club to- 
gether. He said he would like that. 

Sarah brought home three blue ribbons that night. 
She was beaming with pride. Her efforts had 
served her well. 

There is something to be said for persistence. I was 
reminded of that by Sarah, tw'o small boys, and a 
conversation about rabbits and retards. 



"The kids at my school 
would call him a retard/' he 
began. "I know they would." 
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Communication and Language 
Acquisition: 

To Teach or Not To Teach* 

Kathleen Stremel 
University of Southern Mississippi 

One of the most important, and often difficult, instruction 
areas for students who are deaf-blind is communication. 
Over the years our approach to teaching communication 
may have changed but our intent remains the same: to teach 
students the skills necessary for effective interaction with 
others in their lives. The following article examines some of 
the history of communication instruction of students with 
disabilities, including students who are deaf-blind. — E d. 

The Beginning 

Once upon a time there was a Training Maiden 
who was responsible for assessing and teaching 
language to students who had disabilities. The 
King decreed that this training should be con- 
ducted in a quiet turret room, high in the castle. In 
this manner, training would be held without other 
distractions. In those days "functionality' was not 
yet invented. The Training Maiden carefully se- 
lected stimuli that would be consistently pre- 
sented. She knc-W, the specific response that was 
being targeted, the conditions under which this 
response would occur, and the object/ activity that 
would be used to elicit this response. Correct re- 
sponses, incorrect responses, and approximations 
were recorded and analyzed so modifications 
could be made. In this manner, the students could 
be more successful in learning some aspect of lan- 
guage. This process was called the acquisition 
phase and, at that time, it was disputed by few 
persons in the Kingdom. 

New Developments 

As this type of training continued, there were some 
new developments in the Kingdom. It was noted 
that the students were using few of their newly 
learned responses outside the quiet, turret room. 
Only the Training Maiden could get the students 
to talk or use their signs. Only the Court Jester 
could get the students to play and laugh. Only the 
Knights could get the students to work. The world 
outside that turret room was a whole different 
world, a real world. There were many different 
objects, activities, and persons involved in the af- 
fairs of the castle and kingdom. Many of these 
persons did not know about the magical tech- 

* f pr //!(>.•'(' mulcr>i who prefer lo the author^ points in a more 
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retfuest. f'i\ 
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niques that could be used to get the students to 
state their wants and needs and make choices. 
Members of the Round Table determined that the 
acquisition phase was not the only phase of train- 
ing. Behold, there was generalization and mainte- 
nance of training as well. From that day forward, 
training changed. And that was good. Change was 
necessary if things were to progress in the King- 
dom. Merlin had a vision that these students could 
be even more successful if their perspective was 
considered. He decreed that all persons should 
look more closely at the students' worlds and what 
might be important to them. 

The Kingdom Gets Involved 

More and more students with severe disabilities, 
including students who were deaf-blind, were 
seen in the Kingdom. The educational job became 
too much for the Training Maiden alone, and right- 
fully so. No one person in the Kingdom was wise 
enough to answer all the questions that arose. It 
was decided that every person who had any kind 
of a relationship with the students would share the 
responsibility of increasing their communication 
skills. Members of the Round Table declared that 
it was not enough to focus only on "how the stu- 
dents communicated." From that day forward 
each person also had to look at "why the students 
communicated." They had to realize that they had 
to be more sensitive to each student and that there 
were, in truth, many ways in which a student could 
communicate. Behold, a facial gesture, a slight 
movement, a vocalization — without being a 
word — could communicate something, some- 
times, at least to someone who was special in the 
life of that student. It was determineel that all the 
"natural" happenings in the students' Kingdom 
held potential for many opportunhies to commu- 
nicate. And this was true. And the Members 
thought that in this way everyone would live hap- 
pily e\'er after. Different procedures w'ere devel- 
oped and evaluated to show that the natural 
Kingdom could present many opportunities for 
development of communication, participation, 
and relationships (Goetz, Gee, & Sailor, 1985; 
Halle, 1982; Hart, 1985). And many students flour- 
ished under these new rules. 

Concerns in the Kingdom 

As there was less strife with other Kingdoms, life 
within and outside the castle became more active. 
Knights, Knaves, Ladies, Jesters, and Serfs all had 
a role in keeping the Kingdom safe and produc- 
tive. But as life went on, it was noted that the 
Kingdom in its natural state was not always as 
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good as it could be, especially for students who 
were deaf-blind. The King and Queen concurred 
that all persons, regardless of rank of nobility or 
serf, should have a voice in the affairs of the IGng- 
dom. The Queen became especially concerned that 
this was not the case for many students who did 
not have the advantage of communicating at a 
distance. Thus, her findings were posted on the 
castle wall: 

First: Many communication attempts made by the 
students have not been responded to. And for 
students with multiple disabilities, very few op- 
portunities for communication have been made 
available (Houghton, Bronicki & Guess, 1987). 
Over the years as students with more severe dis- 
abilities reached adulthood, their communication 
attempts diminished, possibly in relation to the 
diminished opportunities for communication or 
the noncontingent consequences for their commu- 
nication efforts (Calculator, 1988). For many of 
these students, instruction became passive rather 
than active, with persons acting on, rather than 
with, the students (Downing, 1988). Persons in 
many of the environments stimulated the students 
rather than targeting specific outcomes that would 
lead to an increase in effective communication and 
greater participation in the Kingdom. 

Second: Many teachers did not understand the 
progressive nature of communication and lan- 
guage and thus, unknowingly, simply nurtured 
affective states of behavior (Stillman, 1992). 

Third; In fact, many students who were deaf-blind 
were not acquiring higher forms or more effective 
communication. It was difficult for anyone in the 
Kingdom, except Merlin, to learn any new skill 
when only 5-1 0 opportunities a day were available 
to learn the skill. Thus, it was noted that even the 
Knights who repeatedly practiced hitting a target 
on a tree were more successful in hunting and in 
battle than those Knights who only shot their ar- 
rows in battle. Often those nonpracticing Knights 
did not return from battle. However, the practicing 
Knights who never had an opportunity to hunt or 
to go into battle soon became bored and lazy. 

In summary, the King and Members of the Round 
Table agreed that the effectiveness of teaching 
communication and language in highly structured 
contexts with systematic teaching procedures had 
been adequately demonstrated (Guess, Keogh, & 
Sailor, 1978). Whereas the acquisition of communi- 
cation and language based on direct instruction in 
1:1 t>r small group formats had been effective with 
many types of students, the corresponding use of 
the targeted skills in more natural environments 



had often been disappointing (Halle, 1988; Reichle 
& Keogh, 1985; Warren & Rogers- Warren, 1980). 

Solutions 

Thus, in the years that passed, it was determined 
that generalization was only "real" if some behav- 
ior or skill had first been "acquired." The elders 
determined that possibly some of the nev/ ways 
were indeed working for some students, but not 
with others. That somehow, in all the years of 
"individualization," they had missed looking 
closely at the individual student. They had not 
truly looked carefully to see what was working for 
some students and not for others — and why. A 
Round Table summit was called to determine the 
knowns and unknowns so that the Members could 
report back to the King and Queen. 

The Knowns. A Subcommittee of the Round Ta- 
ble reviewed the massive literature and found 
some interesting findings. The need to utilize both 
direct instruction and the natural environment for 
those students who infrequently initiated commu- 
nication and language had been proposed in the 
past (Keogh & Reichle, 1982; Holvoet, Guess, Mul- 
ligan, & Brown, 1980; MacDonald & Horstmeier, 
1978) but many teachers of students who were 
deaf-blind and severely disabled seemed to have 
forgotten this. Perchance, they thought words 
such as, enhancing, facilitating, and promoting, 
would make the student's communication such. 
Thus, the Members considered the knowns; 

1. Engagement: Those students, who were learning to 
communicate more effectively in their natural envi- 
ronment by using new forms, new uses of communi- 
cation, and communicating about more things to 
more people, demonstrated high rates of engage- 
ment with their physical and social environment 
(Halle, 1988; Hart & Rogers-Warren, 1978). Many of 
these students had vision and hearing abilities so 
they had the advantage of learning language at a 
distance. Thus, they could learn incidentally. 

2. Motivation: Activities that afford opportunities for 
communication must also be motivating to the stu- 
dent. That does not mean that activities that are 
motivating will naturally contain frequent opportu- 
nities for communication. For example, work experi- 
ences may be very motivating and yet few 
opportunities for communicating wants and needs 
may be available, (^r, gesturing "finished" may only 
be reinforcing if it is followed by a cool drink. 

3. Repetition: Activities that have frequent cycles of 
repetitions also present more opportunities to teach 
communication than those activities in which a skill 
is not repeated. Activities for younger children are 
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often more repetitive than age-appropriate activities 
for older students. 

The Unknowns. The Members of the Round Table 
reviewed the report of the Subcommittee and an- 
nounced that there remained a number of unan- 
swered questions. 

1. Why do there remain so many students who are 
deaf-blind, with other disabilities, who do not make 
better progress in communicating? 

2. Are the teachers no longer being taught by Merlin to 
conduct direct instruction or to determine when it is 
necessary and for which students? 

3. Are ihe magicians the only ones able to use proce- 
dures in the natural environments? 

4. Do the magicians have to dcvc-lop new ways of teach- 
ing the teachers? 

5. Do teachers, who conduct direct instruction, provide 
more opportunities in the natural environment than 
teachers who do not conduct direct instruction? Are 
they then, perchance, more responsive to the stu- 
dents' forms and functions of communication? 

Summation 

The Members of the Round Table reported to the 
King: Perchance, we need to look again at direct 
instruction. 
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Deaf-Blind Perspectives 

To Be Or Not To Be A Journal 

Bud Fredericks 
Executive Editor 

T* his is the fourth issue of Deaf-Blind Perspectives. 
When we started this publication we had the goal 
of creating a forum for parents and professionals 
to share ideas, opinions, and research. Because of 
the heterogeneity of people who are deaf-blind, we 
anticipated we might generate some debate. To 
some extent we have succeeded. We are receiving 
some articles of opinion and a few containing re- 
search, but to date, w'e have generated little debate. 

We have also established journal-like standards 
for the publication. Each submission is reviewed 
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by at least three readers who do not know the 
identity of the author(s). This explains why some 
of you may have been asked to revise your writing 
or may have had your article rejected. 

We have established these rigid publication stand- 
ards because we are considering converting this 
newsletter to a journal. As we consider this, we 
appreciate any input that you, the readers of Deaf- 
Blind Perspectives, may have. 

Some of the concerns that enter into our delibera- 
tions for conversion to a journal are the following: 

• Are the readers interested in a journal? 

• Can we generate a sufficient number of articles 
to maintain the publication of a journal? 

• Are readers willing to pay a nominal fee for a 
journal? (The journal would be published at 
cost.) 

If we were to convert Deaf-Blind Perspectives to a 
journal, we anticipate that it would 

• Maintain rigid standards for publication and 
continue the practice of having submitted 
articles reviewed by a jury of peers. 

• Have no established philosophical orif^ntation 
and would entertain articles with differing 
views. 




Recreation and Leisure* 

Lauren Lieberman 
Doctoral Student 
Oregon State University 

P eople join recreational groups for many rea- 
sons — for fun, exercise, and meeting others. They 
look forward to Tuesday bowling, Saturday hikes, 
Sunday book discussions. Best of all, when people 
take time off from everyday responsibilities, they 
return to them later, refreshed. In a way, recreation 
re-CREATES us. 

People who are deaf-blind and have cognitive dis- 
abilities enjoy recreational activities just as you 
and I do. To combat the isolation and lack of inde- 
pendence that often result from their disabilities, 
they NEED them even more than we do. 

Start with the Individual 

What is he or she interested in? 



• Accept for publication an eclectic array of 
writings — research articles, conceptual pieces, 
a I submissions — that present practices and 
opinions from parents and providers. 

We recognize that this latter characteristic would 
cause our journal to differ from many existing 
research journals. We maintain that such a feature 
is necessary if we are to retain the ability to repre- 
sent the wide diversity of views that are present. 

We are struggling with this decision regarding 
conversion of this newsletter to a journal. We seek 
your opinions about such a change. 

Please contact us at: 

Deaf-Blind Perspectives 
345 N. Monmouth Ave. 

Monmouth, OR 97361 

ph: (503) 838-8401 

TTY: (503) 838-8821 

fax: (503) 838-8150 

e-mail: CompuServe: 73324,2140; SpecialNet: TRD; 
Internet: lesliegOfsa.wose.osshe.edu. 



• Wliat types of i-jcrea- • What are this person's fa- 
tten has he or she par- vorite activities? 
ticipated in previously? 

• With whom does he or • At what time of day is 

she prefer to spend lei- recreation most enjoy- 
sure time? able for this person? 



People who arc deaf-blind are as diverse in their 
interests as everyone else. Check the list below for 
some ideas. Remember, this list is only a start. 



Fitness Activities 


aerobics 


running 


swimming 


cross-country skiing 


walking 


weight lifting 


track and field 


gymnastics 


wrestling 


bicyt ling (stationary /tandem) 


Outdoor Activities 


fishing 


camping 


hiking 


canoeing 


kayaking 


horseback riding 


sledding 


rowing 


Home Activities 


cooking 


gardening 


needlepoint 


knitting 


arts and crafts 


listening to music 



* This (irtii lc ts arnthhlt' rts fm I slurt from I Vi l INK. T t» rajupst your 
copy(ics). refer lo the coutuct wformutum ul the ruti of this urttclc.- ■ in. 
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Table Games 
card games bingo 

dominoes board games (chess, checkers, etc.) 

Community Activities 
bowling ice skating 

roller skating dances (folk/social) 

martial arts diving 

Sports Activities^ 

USABA Special Olympics 

AAAD community leagues 

school sports goal ball (individuals with hearing) 

What Activities are Age-Appropriate? 

Age-appropriate activities are those activities nor- 
mally found in the individual's culture and geo- 
graphic location that are geared to the individual's 
chronological age. 

Observe other people of the same chronological 
age to determine what activities are appropriate. 
Some examples of age-appropriate activities en- 
joyed by teenagers in our culture are bowling, 
dancing, swimming, and video games. Activities 
which are not appropriate for this age are duck- 
duck-goose, riding children's tricycles, or interact- 
ing with preschool toys. Many children who are 
deaf-blind will choose an inappropriate activity. 
Our goal is to broaden their. experience and move 
them on to choices that are appropriate. 

What is Safe? 

If the individual is engaging in a new fitness pro- 
gram, the physician should be informed. If there is 
a heart condition, a potential for retinal detach- 
ment, tubes in the ears, or a shunt, the physician 
will then inform the staff or parents of any cautions 
that must be taken. But remember, almost any 
activity can be adapted for individual needs. 

What is Available? 

Find out what recreational activities are available 
at the person's home and school. Consult with the 
following groups to see what is available in the 
community. 

. YMCAs/YWCAs 

• church leagues/synagogue leagues 

• community leagues 

• college- or university-affiliated programs 

• local deaf clubs 

• local associations for the blind 



/ Work with ctub$ atui or^^iwizatiofw for who arc licnf to 
itidwiiiuah who arc dcaf-blhhl to participate w sorw/ Jdii’ifirs to 
rciiuce isolation. i ' 



Research the Communication Patterns 

It is important to determine each person's commu- 
nication patterns and needs. For example, he or she 
may use augmentative communication devices 
such as schedule boxes and communication 
boards that use symbols, pictures, objects, and/or 
words. Since each person will have developed 
unique ways of using these, you will benefit from 
all the information you can gather. This can be as 
easy as looking in the files or getting the informa- 
tion from previous teachers, residential personnel, 
parents, siblings, or peers. You'll soon find that 
each person is unique. 

Develop a Plan 

Once the above steps have been taken, you can 
develop a recreation plan. This plan should in- 
clude short- and long-term objectives that have 
been developed, if possible, by a team consisting 
of the individual, the family, and the staff. Remem- 
ber that the overall goal is to find an activity that 
will be fun and will provide relaxation. Be sure to 
set the stage for successful recreation. 

Maintain Interest 

Establish a Time Period 

Establish a period of time that is appropriate for 
trying out a new activity. At the end of the period, 
let each person evaluate the pleasure derived from 
the activity. He or she can then decide whether or 
not to continue. Use of a time period helps prevent 
feelings of failure; it also ensures that enough time 
is given to the activity to provide adequate infor- 
mation for making a good decision. For example: 
17-year-old Robert chooses Tae Kwon Do in the 
community club. The parents suggest a 6-week 
session to determine if he enjoys the activity. At the 
end of the 6 weeks, Robert may choose to continue, 
or he may end the session and choose another 
activity. 

Select the Proper Time of day for the Activity 

Try to schedule the recreational activity for the 
time it is most needed to meet individual needs. 
For example: Amy is a 14-year-old who is in an 
educational setting. She is faster than her peers at 
getting dressed in the morning. As a result, Amy 
has 20-25 minutes every morning when she has 
nothing planned, and there are not enough staff to 
direct her play or an activity. She used to engage 
in self-abuse and became intensely agitated. When 
the recreation specialist noted that Amy loves to 
ride the stationary bike, the bike was made easily 
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accessible to her. Now, every morning, Amy gets 
on the bike and rides for 20-25 minutes. She does 
not become agitated, and her self-abusive behavior 
has decreased. 

Modify the Activity When Necessary 

Most recreational activities were developed with 
hearing and sighted people in mind. In many 
cases, an adaptation that is relatively minor can 
make the.se activities enjoyable and safe for those 
who are deaf-blind. For example, the children in 
Shannon's Girl Scout troop go roller skating every 
week. Shannon, like many young individuals who 
are deaf-blind, has difficulty keeping her balance. 
By using a skate aid device. Shannon can safely 
participate in roller skating. 

Ask each person if he or she prefers the help of a 
guide or assistance from peers. However, be aware 
that some persons may prefer activities that pro- 
mote personal independence. 

Discover the Best Ways to Teach 

The following teaching strategies will help each 
individual succeed and make the learning process 
more effective. 

Orient the Individual to the Playing Area 

Give each person the opportunity to explore and 
become familiar with the equipment involved, 
other persons in the room, and the physical site. 
The absence of reliable visual and auditory input 
makes this a time-consuming process, but it is 
essential. 

Explain 

Select language (oral, sign, or augmentative sys- 
tems) appropriate to the pupil's functioning level 
and communicate the key points of the skill. 

Demonstrate 

This is a practical teaching strategy only for per- 
sons with usab's vision. 

Use Brailling or Feeling and Imitation 

In this method, the individual who is deaf-blind 
feels the instructor execute the skill or activity 
being taught. The skill must be carefully analyzed 
by the demonstrator prior to the instruction in 
order for the demonstration to be effective. 

Use Physical Guidance/Hand Over Hand 

Place the student's body and/or limb(s) into the 
appropriate position and help him or her perform 
the desired movements at the preferred speed. 
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Physical guidance can range from total physical 
assistance to a gentle touch that prompts him or 
her to complete a task. 

Enable Choice Making 

Many people who are deaf-blind go through their 
days with someone else making decisions for 
them. When they get involved in recreational ac- 
tivities, they must use choice-making skills. Begin 
with simple choices. First, offer two activities and 
allow him or her to choose thp order in which they 
will be done. Next, give a c :>ice of two or three 
activities and let him or her choose which one to 
perform. As each person increases in ability to 
make choices, remove prompting and allow more 
independence in decision making. 

Use Additional Strategies 

Begin with the amount of assistance that will en- 
sure desired performance and success. 

Combine teaching techniques to ensure the indi- 
vidual is learning as much as possible. For exam- 
ple, Eddie is 16 and learning the game of T-ball. He 
is deaf and has some residual vision. When stand- 
ing at bat in the game, Eddie needs to be reminded 
of which way to stand and when to bat the ball. 
The instructor models which way to stand, signs 
"hit the ball," and taps Eddie on the elbow. Eddie 
than bats the ball off the "T." In this case, both 
explanation and physical guidance techniques are 
used. 

Be aware of the individual's responses. Try to 
minimize assistance as soon as y^u feel the indi- 
vidual is learning the skill in the appropriate man- 
ner. 

Provide immediate and accurate feedback so that 
he or she can make necessary adjustments before 
the next attempt (Mclnnes & Treffry, 1993). 

Allow each person to practice the skill in an envi- 
ronment that is as normal as possible. This will 
allow the transfer of skills to occur much more 
easily. 

Be patient. Progress may be slow due to learning 
the new skill as well as learning a new terminology 
to go with it. 

Decrease physical involvement cues to cues that 
are natural or typical to initiate desired perform- 
ance. For example, in a dance unit, start with hand- 
over-hand assistance (unless he or she has enough 
ability to start with a less intrusive cue) and work 
toward a touch cue to initiate desired movement. 

Be sure hearing aids and glasses are on and func- 
tioning (unles.s, of course, you are in the pool). 

i.T 
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Be sure to select leisure activities that are chrono- 
logically age appropriate and also are utilized by 
the general population (Hamre-Nietupski, Nie- 
tupski, Sandvig, Sandvig, & Ayres, 1984). 

Consider featuring individuals who are deaf-blind 
who have special recreational talents on local news 
shows to raise public awareness. 



Nesbitt. I. A. (1975). Play recreation and leisure for people who 
are deaf /blind . Iowa City: University of Iowa, National In- 
stitute on Program Development ancf Training in Recreation 
for Deaf/Blind Children, Youth and Adults. 

Special Olympics Motor Activities Program (1990, 
April/May). Motor activities and sports skills: Age appro- 
priate, functional, and fun. Exceptional Parent. 50-52. 

Sauerburger, D. (1993). Independence without sight or sound: 
Suggestions for practitioners working with deaf-blind 
adults. New York: American Foundation for the Blind. 
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CompuServe: 73324,2140 
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NFADB Membership Drive 
Join the National Family Association for Deaf-Blind 

NFADB has been established to address the needs of families of people who are deaf-blind. If you would 
like to join this national non-profit organization, please complete and return this coupon. 

Regular Memberships: any person who is deaf-blind, the parent, guardian, adult sibling, or other 
individual having a similarly close interpersonal relationship with a person who is deaf-blind. 

□ Regular - One Year $15 □ Three Years $30 □ Lifetime $100 

Associate Memberships: individuals interested in supporting the mission and purpose of the Association. 
U Associate - One Year $25 □ Three Years $60 

Organizational Memberships: any responsible and estsblished parent/family organization interested in 
supporting the mission and purpose of the Association^ 

Organizational - One Year $100 LI Three Years $250 

Contributing Sponsors are those involved by reason of monetary or other gifts of value to the 
Association. 

D Contributing Sponsor - $ 

Only regular members are entitled to vote and are eligible for election to office. All members automatically re- 
ceive the NFADB membership kit and tri-annual newsletter. 

Name Organization 

Street City State Zip 

How old is the person who is deaf-blind? Their relationship to you is 

What is the cause of this person's deaf-blindness? 

Please return with check payable to NFADB to: NFADB 

ph; (800) 255-0411 ext 275 111 Middle Neck Rd 

TDD; (516)944-8637 Sands Point, NY 11050-1299 

fax: (516)944-7302 

J. 
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DB-LINK and TRACES announce the availability of their displays for conference poster 
sessions. These professional looking, lighted displays can be shipped directly to the con- 
ference site and returned prepaid. Each display requires a 6-foot table near an electrical 
outlet (if you want to use the lights). If you would like to reserve one or both of these dis- 
plays for your next conference, please contact: 



Randy Klumph e-mail: 

voice: (503) 838-8885 CompuServe: 73373,122 

TTY: (800) 854-7013 Internet: 73373,122@compuscrve.com SpecialNet: trd 




Request for Assistance 

The 307.11 Project staff of Arizona, Utah, Colo- 
rado, and New Mexico are gathering information 
on working with families of cultural diversity. 
The three areas of interest include the following: 

• information about sensory impairment that 
is presented in a language other than 
English 

• information on how to work with families 
from different cultures 

• information about the state of national 
resources on multicultural education for 
families with children who are disabled 

If you have any information you would like to 
share, please send it to: 

Tanni Anthony 
Colorado Dept, of Education 
201 E. Colfax Ave 
Denver, CO 80203 

ph: (303)866-6681 
fax: (303) 866-681 1 



Thank You! 


The editors of Deaf-Blind Perspective^^ would like to 
extend a special thank you to the following indi- 
viduals who have donated their time to review all of 
the manuscripts submitted to Deaf- Blind Perspectives 
for possible publication in Volume 1, Issues 1-3, 


Harry Anderson 


Barbara McLetchie 


Bruce Bull 


Kathy McNulty 


Bruce Dalke 


John Reiman 


Joyce Ford 


Marianne Riggio 


Bud Fredericks 


Art Roehrig 


Jay Gense 
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For Your Library 

Ain't Misbehavin': Strategies for Improving the 
Lives of Students who are Deaf-Blind and Present 
Challenging Behavior 

by Outreach Department of Texas School for the Blind and 
Visually Impaired. Austin: 1993 

This video tape offers practical strategies for proactively 
avoiding interactions which challenge relationships. It is 
valuable to families, educators, educational support staff, 
in-home and residential support providers, friends and 
community members, and anyone else who regularly in- 
teracts with a child who is deaf-blind. The crucial links 
between behavior and the issues of communication, con- 
trol, and quality of life are examined. A copy of the script 
accompanies the video and is available in braille upon 
request. 

Length: 16 minutes, cost: none send a blank VHS tape (30 
minutes minimum) and request this title. 

To order contact: 

Outreach Department 

Texas School for the Blind and Visually Impaired 




For Your Rolodex 



Collaboration Among Parents and Health Profes- 
sionals (CAPP) 

CAPP is a parent-run resource system for children with 
special health needs and their families. The purpose of the 
project is to develop a parent organized, nationally coor- 
dinated '.ystem that will maintain and strengthen parent 
and family involvement in health care. The project is built 
upon the recognition that understanding the needs of fami- 
lies is central to achieving this nation's agenda for family- 
centered, community based, coordinated care. CAPP 
provides written materials, training packages, workshops, 
and presentations for families and professionals. 

Contact: 

CAPP 

05 Berkeley Street, Suite 104 
Boston, M A 021 16 
ph:(617) 482-2915 
(800) 331-0688 



Sibling Support Project 

The goal of the Sibling Support Project is to facilitate the 
creation of statewide systems of peer support and educa- 
tion programs for brothers and sisters of children with 
special needs. This is accomplished by providing training, 
providing demonstration and technical assistance to pro- 
jects and agencies, disseminating written materials and 
presentations, and developing and refining products re- 
lated to peer support and education programs. 

Contact: 

Sibling Support Project 

Children's Hospital and Medical Center 

4800 Sand Point Way NE 

Seattle, WA 98105 

ph:(206) 368-4911 



National Center on Educational Restructuring and 
Inclusion (NCERI) 

NCERI is concerned with inclusion of students with dis- 
abilities in the context of broad educational restructuring. 
Toward this goal, NCERI addresses issues of national and 
local policy; disseminates information about programs, 
practices, evaluation, and funding; provides training and 
technical assistance to school districts and state depart- 
ments of education; builds a network of inclusion districts; 
identifies individuals with expertise in inclusion and con- 
ducts research. 

Contact: 

NCERI 

Graduate School and University 
Center City University of New York 
33 West 42 Street. 

New York, NY 10036-8009 
ph: (212) 642-2656 



Parent Advocacy Coalition for Educational Rights 
(PACER) 

PACER is an educational advocacy organization provid- 
ing parent education and training to help parents under- 
stand the special laws and information on how to obtain 
special education school programs for their children and 
young adults. PACER offers workshops and programs on 
a variety of topics as well as inservice training, interpreter 
services, computer resource center, transition planning, 
newsletters, booklets, videos, and other materials 

Contact; 

PACER 

4826 Chicago Avenue South 
Minneapolis, MN 55417-1055 
ph./fax: (612) 827-2966 
(800) 53PACER (Minnesota only) 

TTY: (612) 827-3065 
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Regional Reports 



KANSAS 

A series of three staff development training sessions 
are being sponsored in a collaborative effort by per- 
sonnel from four projects. Those projects are the Kan- 
sas Services for Students with Dual Sensory 
Impairments Project, HKNC-TAC Project, TRACES 
Project, and the Kansas Dual Sensory Impairment 
Pilot Project: Promoting Access for Children with 
Exceptionalities. Each session is designed to build on 
the information provided in previous training ses- 
sions, but participants may elect to attend one, two, 
or all three of the sessions. Follow-up technical assis- 
tance from the Kansas Deaf-Blind Project is pro\'ided 
for those participants who complete all three ses- 
sions. 

The first session was July 23-29, 1994, in Topeka, 
Kansas. The institute activities were facilitated by 
Terry Rafalowski-Welch and guest speakers in- 
cluded Pam Cress, Program Coordinator of a special 
project to prepare personnel to provide vision screen- 
ing and evaluation services to children from birth to 
three years of age; Joan Houghton, Program Associ- 
ate from HKNC-TAC; John Mascia, Coordinator of 
Audiological Services at HKNC; and Sally Roberts, 
Assistant Professor at Kansas University and Project 
Director of a project to prepare educational interpret- 
ers for the deaf. Topics in this one-week institute 
include basic anatomy of the auditory and visual 
systems; as well as interpretation of the results from 
both medical, functional, hearing, and vision evalu- 
ations for the purpose of designing instruction. Ad- 
ditional topics included consideration of sensory 
impairments in the design of community-based in- 
struction, as well as the impact of dual sensory losses 
on planning, implementing and evaluating instruc- 
tional programs. 

The second in a scries of sessions will occur in the fall 
with a focus on communication intervention. The 
third session will occur in the winter with a focus on 
orientation and mobility intervention for individuals 
who are deaf blind. 

For additional information contact: 



julie Mohosky-Darby 
Kansas D/B Project 
(9!3)2%-395'^ 



Chorvl Kennedy 
TRACES Project 
Northeast Regional 
Coordinator 
(412) 648-7176 



ARKANSAS 

In 1992 a need was identified for training service 
providers and families in the area of functional as- 
sessment of vision and hearing and subsequent ad- 
aptation of materials and activities for children who 
are deaf-blind. This need was met through group 
instruction and on-site consultation which focused 
on two students who are deaf-blind in the Little Rock 
Public Schools. 

In September, 1993, while implementing the consult- 
ants' recommendations, it was noted that there was 
also a need for training service providers and fami- 
lies in effective practices for communication and ori- 
entation and mobility for these students. Therefore, 
during the 1993-1994 school year technical assistance 
was provided by two consultants with expertise in 
these areas. As before, there was on-site consultation 
with child-specific recommendations for three iden- 
tified students. Large group instruction on these top- 
ics was provided at the statewide conference. Special 
Show, in July, 1994. 

Although only three students received hands-on 
technical assistance, the techniques and strategies 
suggested will be applicable to many other students 
with sensory impairments and multiple disabilities. 

In addition, the 307.11 coordinator is working to 
develop these classrooms as implementation sites 
which can then be used when other local education 
agencies in Arkansas want to replicate the effective 
practices demonstrated here. 

For additional information contact: 

Teresa Coonts 
Project Coordinator 
(501) 682-4222. 



CALIFORNIA 

Parents and teachers in California are getting "Just 
the Facts!" and smiling about it. Specialists with 
California Deaf-Blind Services (CDBS) have devel- 
oped over 20 fact sheets for teachers, families, and 
others who work with individuals who are deaf- 
blind. The fact sheets arc single-topic information 
pages that are wruten to be easily understood. They 
arc designed for the beginning professional and oth- 
ers who may not have extensive background or train- 
ing in this area. In cooperation with TRACES and 
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states in the Western Region, fact sheets have been 
developed to address medical issues, light sensitiv- 
ity, basic interaction and communication, ideas for 
recreation and leisure, and many more topics. New 
fact sheets are developed based on requests from 
families and teachers. 

The fact sheets have recently been translated into 
Spanish, allowing many more families to increase 
their effectiveness and involvement in planning and 
supporting the educational programs for their chil- 
dren. TRACES is assisting CDBS in translating the 
fact sheets into several Southeast Asian languages 
and other Pacific Rim languages. Fact sheets in these 
languages will be available beginning early in 1995. 
The fact sheets will also be supported with multime- 
dia. CDBS and TRACES are developing several video 
tapes that will graphically illustrate and enlarge the 
information available in the written pages. The fact 
sheets in English have been made available on Spe- 
cialNet on the National Deaf-Blind Bulletin Board 
and are included in the DB-LINK collection. Addi- 
tional fact sheets will be disseminated as they become 
available. 

For additional information contact: 

Steve Johnson 
CDBS 

California Department of Education 
515 L Street, Room 270 
Sacramento, CA 95814 
(916) 327-3502 
SpecialNet: CA.SE. Johnson 



INDIANA 

Six teachers of students who are deaf-blind have 
recently completed their fourth and final summer 
institute leading to their designation as mentor teach- 
ers, These mentors support other Indiana teachers in 
the implementation of educational best practices for 
students who are deaf-blind. 

Summer Institute IV was conducted July 11-15, 1994 
at Indiana State University. Topics for the week in- 
cluded housing options and community supports for 
yotmg adults in Indiana who are deaf-blind, parent 
perspectives on educational planning for their child, 
resources available through state agency programs 
for children and youth who are deaf-blind, assistive 
technology and augmentative communication strate- 
gies, and a session on meeting the visual needs of 
students who arc deaf-blind. 

The mentor teachers left the summer institute with 
technical assistance responsibilities for the upcoming 
school year. Action plans were developed by each 
mentor. Follow-up support will be provided by the 
Indiana 307.11 project coordinator. The mentor 



teachers will also attend a weekend retreat in Sep- 
tember, 1994. The topics for this retreat are the use of 
creative problem-solving strategies and how to re- 
cruit and train the next cohort of mentor teachers. 

For additional information contact: 



Karen Goehl 
Indiana Deaf-Blind 
Project 

(812) 237-2830 



Margie Briley 
Regional Coordinator 



TRACES 
(412) 648-1424 



VIRGINIA 

The Virginia 307.11 Project has just completed its first 
Summer Institute for parents, service persormel and 
teachers of children who are deaf-blind. Presenters 
and guests from around the United States and Can- 
ada were given an overall view of children who are 
deaf-blind, from the perspectives of community 
members, the family, and education personnel. 

Many of the participants came to the institute as part 
of an educational team, others made additional con- 
tacts with other teachers from their area, and all 
gathered information on team building. These teams 
and individual teachers will incorporate the action 
plans developed in the Summer Institute into the 
new school year. Participants will also encourage 
parents to be more involved in the educational deci- 
sions as part of the educational team. Better interac- 
tion of school, home, and community — with the child 
at the center — is the goal of this and future summer 
institutes. 

For additional information contact: 

Toni Waylor-Bowen 
Southeast Regional Coordinator 
TRACES Project 
(404) 651-4089 



TRACTS (Tcdc/nny Rcn'iinh As^Ktamr fo Chihlrni Txprru’nvw^ Si’jim’h/ 
Impaintmita) i.s futulcd through Cooperative Agreement No. H025CM)()()1 
bu * ’-/ S. Dqhirtmetit of Special Education, OSERS, Special Education 

Trof^ratns, The and policies exitressed /n/ TRACES do not necessarily 

reflect those of the US. I Apartment of Education. 
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Sorting Out the Challenges of 
Fatherhood: 

Vision and Reality 

Robert W. Moore 
Parent 

This article shares the perspective of one father of a child who 
is deaf-blind. The editors of Deaf-Blind Perspectives would like 
to invite other parents to share their views. — E d. 

Being a father is one of life's great challenges. This 
is true regardless of the circumstances in which a 
man takes on that role. One problem I have faced as 
the father of a child who is cieaf-blind and has other 
disabilities is sorting out which parts of my experi- 
ence are regular father-role challenges and which 
result from an extra increment of challenge due to my 
son's serious, multiple disabilities. Here is what I 
have come to think as I sort out my own experience. 
Other fathers will no doubt have different interpre- 
tations of their experiences which are equally legiti- 
mate. Perhaps some of what follows is relevant to the 
experiences of mothers as well, but I'll let women 
speak for themselves and 
interpret their own experi- 
ences. 

When Cherry told me she 
was pregnant, it pleased 
and excited me. We were 
ending a decade as married 
students and we were in our 
early thirties. The time to start our family had ar- 
rived. It made me proud when it appeared we had 
gotten a "hit" on our first try at pregnancy. I em- 
braced my new role as father-to-be with joy and 
expectation. 

From the moment I knew I was going to be a father, 

I began creating a vision of my child. I built that 
vision with personal experience, memories, and cul- 
tural resources, ideas and images about "childkind." 
As the pregnancy progressed, we undertook our 
household preparations, Lamaze training, and social 
celebrations. I became more committed to my vision. 

I even learned through ultrasound about 2 months 
before delivery that I could expect a son. 

I believe this vision-making process is a normal part 
of taking on the role of a father. As with most visions, 
however, mine was idealized, oversimplified, and 
unrealistic. That was okay, though. There would be 
time enough to bring my vision into conformity with 
reality as my son grew. I expected adolescence 
would be the time of the greatest challenge as my son 
created his own adult identity, separate from the one 
his mother and 1 had supplied for him. I would have 
to face the fact that my son would grow into a person 
with a mixture of strengths and weaknesses, that he 
would become more complex and more real than the 



vision I had constructed of him. I was prepared to 
work through adolescent conflict when it came in a 
decade or so. I expected to move beyond it into a. 
lifetime of satisfaction as my son's adult friend. 

Lew was born in the late summer of 1981 after a 
seemingly normal pregnancy, labor, and delivery. It 
wasn't until he was 5 months old that the evidence 
of problems was too strong to deny. After 2 more 
months, filled with a multitude of medical tests and 
consultations, we learned that Lew had suffered a 
brain injury of unknown origin. He had a seizure 
disorder and cerebral palsy. In the next few years 
other diagnoses were added, including functional 
deaf-blindness and severe mental retardation. De- 
spite his assets (he is a handsome child with a sweet 
disposition), Lew faced lifelong dependence and on- 
going developmental and medical challenges. 

Before Lew was 6 months old, I began to grieve for 
the loss of my vision of him. I believe some of my 
grief was much like that to which every father is 
vulnerable as his child moves away from that early 
parental vision into adulthood. There were some 
important differences for me, however. Perhaps 

other fathers of children 
with disabilities or special 
health needs have experi- 
enced some of these dif- 
ferences as well. 

The first difference was 
that I experienced the loss 
of my vision for my son much earlier than I expected, 
earlier than normal, I believe. I imagined that adoles- 
cence would be the climax of my confrontation with 
the fact that my vision was inadequate to explain the 
reality that my son would become. It was painful for 
me to take up this developmental challenge in my 
own life more than a decade before I expected it. 

The second difference was that I experienced the 
whole loss of my vision in a very short span of time. 
Rather than a gradual, part-by-part giving up of my 
vision, it quickly became clear that the whole of my 
vision was inappropriate to the reality that was 
Lew's life. I couldn't revise my vision gradually with 
incremental adjustments, or give it up a little bit at a 
time. It all went at once. 

The third difference was the depth to which my 
vision of my son was shown to be wrong. 1 was 
prepared to see Lew grow up to be different from me. 
For example, I value academic life, but I was willing 
for him to be an average student. Graduate school, or 
even college, though desirable from my point of 
view, would be up to him. I was not prepared to face 
the reality that he will never read, write, or speak. My 
vision had what I thought was a generous latitude 
within which he would make choices that expressed 
his own gifts and interests. I didn't allow room in my 
vision, however, for what I now expect will be his 



"From the moment I knew I was 
going to be a father, I began cre- 
ating a vision of my child." 
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total lifelong dependence on others for feeding, 
dressing, moving, toileting, and deciding. 

The fourth difference is in the additional tasks im- 
posed on both Cherry and me by Lew's disabilities. 
Implementing therapy programs at home, being 
partners with professionals in planning care and 
education, dealing with the financing of needed serv- 
ices, advocating for better practices, policies, and 
laws, and participating in training and support ac- 
tivities are some of the tasks that have made the 
substance of fathering different for me. 

I have found the sadness or grief over the lost vision 
of my son to be deeply and persistently painful, 
perhaps an instance of chronic sorrow which has 
been described by Olshansky (1962) and others. I've 
worked at revising my vision to consider the impact 
of my son's disabilities on his life chances. This revi 
sioning has been difficult in part because I started 
from a poorly informed understanding about the 
lives of people with disabilities. I had few memories 
or experiences with which to build that new vision. 
The culture of segregation and denial which hides 
people with disabilities 
from sight gave me few 
cultural resources to use 
and even fewer that were 
hopeful or uplifting. I 
found myself hungering 
for stories, for information 
I could use to construct a 
hopeful, positive new vi- 
sion of my son's life. 

Until now, 12 years later. I've not been very success- 
ful. Many of the success stories told at conferences 
and training events don't apply to my son. Some are 
like miracle stories upon which it seems unrealistic 
to rely. I've become wary of professional fads upon 
which some people build their careers which don't 
have much impact on people like my son. Trust, and 
trustworthiness, is in short supply. The fragmented 
vision which persists in my imagination is not par- 
ticularly positive nor hopeful, at least compared to 
the espoused values and aspirations that I hear from 
some professionals who try to help Lew. 

I've tried to find generalizations about fatherhood to 
attain a better understanding of my own experience 
of fathering. For example, I believe it is common for 
fathers to eventually see their children grow into 
people who are different from the oversimplified, 
idealized, and unrealistic vision that they began con- 
structing before they were born. I think this is a 
normal, natural part of the lifecycle for men who take 
on the father role. When severe illness or disability 
challenges their children, however, the way they ex- 
perience this process may accelerate. It may become 
more comprehensive and of greater degree than 
many men are prepared to adapt to with a feeling of 



success. In addition to grief, I find that I personally 
also experience a deep sense of failure in my role as 
a father. 

Though many people are ready to discuss grief with 
me, I find few who will legitimate, affirm, and help 
me work through my feeling of failure. Some fathers 
of children with disabilities may not interpret their 
experience as failure. Others, however, have ac- 
knowledged that the idea has the ring of truth for 
them. Most commonly, when I bring up the topic, 
people will deny the legitimacy of my feeling with 
contradictory words meant to be supportive ("Oh, 
you haven't failed, you're a wonderful father," or 
some similar denial). Thus a painful, sometimes de- 
bilitating aspect of my own emotional life remains 
mostly private and unshared. I suspect this matter of 
failure is acute for many fathers of children with 
disabilities because of the way men are socialized in 
our society. Perhaps most people find it easier to deal 
with a man's feelings of grief, or even guilt, than with 
his feelings of failure. I believe that reticence in fac- 
ing, legitimizing, and sharing feelings of failure de- 
values fathers. It is part of 
a social control system that 
can reduce their power and 
feelings of self-worth. This, 
at least, has been part of the 
experience that I have had 
as the father of a child with 
severe disabilities. 

Fathers of children with 
disabilities face huge chal- 
lenges in the performance of their roles. I'm sure that 
not all of them interpret their experience in tha same 
way. Some of these challenges are faced by all fa- 
thers, while extra challenges derive from, their chil- 
dren's disabilities. Sorting out the regular from the 
special challenges has been important to me as I try 
to be a better a father to Lew. 

Bob Moore lives in Lexington, Kentucky. He is married to 
Cherry Winkle Moore and they have two sons. Jay age 11 
years, and Lew, now 12 years, who resides at the Home of the 
innocents in Louisville, Kentucky. 
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"I have found the sadness or 
grief over the lost vision of my 
son to be deeply and persist- 
ently painful. . . " 
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□ I enjoyed this issue of Deaf’Blind Perspectives but I am not on your mailing list. Please send future 
issues to the address below. 

□ I've moved! Please send future issues of Deaf-Blmd Perspectives to my current address. 

□ I'm buried in interesting publications! Please remove my name from your mailing list. 

Name: Agency: 

Street: City: State: Zip: 

Comments 



Mark appropriate categories (3 max.) 

□ Person or parent of person who is disabled 

□ Special education {e.g., teacher, aide) 

□ Administration {e.^., Dept, of Ed., project director) 

□ Service provider {c.g., social worker, group home) 

□ Technical assistance provider 

□ H igher education teacher / researcher 



□ Regular education (non Spec. -Ed.) 

□ Therapist OT/PT/speech) 

□ Teacher trainer 

□ Government personnel 

□ Medical professional 

□ Other 



Please send my copy in: 

□ Grade 2 braille □ Large print 

□ Standard print □ ASCII 
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This issiit* lU* Driif'BIwii /Vrs; vd?tv> is primarily dovotod to a^nsidoratii^ns that surround tin* roautl-u^ri/atii^n o\ tht* Indix'iduals 
with Disabilitios Education Act (1DI!A). VVe art* \'lt\ fortunate io lia\ c a ItMd article by Judith Heumann, Assistant St*cretary, 
Office c^f Special Hducaticni and Rehabilitati\ e Services. We are grateful ti^ her ft^r taking the time t(^ prepare and submit the 
article. However, the reauthorizatit^i of lDf*A is ntU without potential problems ft^r the deaf-blind communit\’. These are 
highlighted by the reprint i^f the letter frtim the National Ctvilitiim on Deaf-Blind ness and b\- presentations made at the recent 
Project Directcn 's meeting, which are reprixiuced in this issue. IVople interested in the future i>f deaf-blind education should 
read all of these articles carefully. — HD. 

Improving Outcomes and the Quality of Life for Children, Youth, 

and Adults who are Deaf-Blind 

Judith E. Heumann 
Assistant Secretary 

Office of Special Education and Rehabilitative Services 
U.S. Department of Education 

For individuals who are both deaf and blind, having both a visual and auditory impairment represents 
a unique series of challenges. But we know that with the support of families and friends, the right 
programs, the right skill development and training, anyone, regardless of the significance of their 
disability, can achieve their chosen level of independence and dignity. I see my work, and that of my staff 
in the Department of Education's Office of Special Education and Rehabilitative Services (OSERS), as 
helping to create an environment and a society which will foster this independence in new and positive 
ways. 

We in OSERS administer a number of programs designed to increase positive outcomes for individuals 
who are deaf and blind. I would like to briefly describe these programs, remembering though that 
programs in and of themselves are not enough. We need the involvement, commitment, and dedication 
of family members, service providers, and of course, disabled people themselves for these programs to 
achieve the success for \* hich they were established. 

The specific nature of the challenges for meeting the 
needs of members of this population is reflected in the 
fact that deaf-blindness is one of the few disability cate- 
gories with a separate authority under the Individuals 
with Disabilities Education Act (IDEA) (Part C, Section 
622, Services for Children with Doaf-Blindness Program) 
and an individual budget of more than $12.8 million for 
Fiscal Year 1994. Historically, it is one of the senior 
discretionary grant programs administered by Office of 
Special Education Programs (OSEP). It was first estab- 
lished in 1968 as the Centers and Services for Deaf-Blind 
Children Program in response to the magnitude of the 
19h4 and 1965 Rubella epidemic and the resulting num- 
ber ot children who were horn deaf-blind (U.S. Depart- 
ment of Health, Education, and WA'lfare, 19o9). This 
program served as the primarv resource for uirect serv- 
ices and personnel training for that period. I ovvever, 
with the full implementation ('if IDEA (formerly th^' Edu- 
cation for All Handicapped Children Act), which m.m- 
dated special education and related services to all 
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children who had a disability, children who were deaf-blind began to receive 
services under this law. As a result, the focus of the Services for Children with 
Deaf-Blindness Program was amended to maintain direct services for chil- 
dren who are not served under a state-service mandate, provide technical 
assistance to improve services, and fund projects of research, innovation, 
development, and demonstration to improve knowledge and practice. 

Significant changes have occurred within the field of deaf-blindness in the 
last few years. In many ways, the task of addressing the special needs of 
children who are deaf-blind has grown more difficult. Not only has there been 
a steady increase in the number of children identified as deaf-blind (9,783 in 
the latest data count, as of December 1993) (U.S. Department of Education, 
1994), but more children have other disabling conditions in addition to 
impaired hearing and vision. Further, we also face a much different situation 
than was experienced just a few years ago when more children were in 
separate schools. According to the December 1993 data count, approximately 
787o of children who are deaf-blind are living with parents or extended 
family. Following this trend, more children who are deaf-blind are attending 
local schools. At the same time, the supply of qualified teachers needed to 
provide communication/language skills, orientation and mobility, and the 
other identified elements of a quality education program for children who are 
deaf-blind is critically limited. 

To make matters more complicated, there is a dramatic disparity in the 
geographic distribution of where these children attend school and the avail- 
ability of qualified personnel in the field of deaf-blindness. With such special 
learning needs, coupled with the critical shortage of trained personnel, the 
need for expert technical assistance has never been greater. 

To assist in addressing these issues, the Services for Children with Deaf-Blind- 
ness Program, located in the OSEP, funds projects that build the capacity of 
states and localities to provide the uniquely individualized supports required 
for each child who is deaf-blind. The program design incorporates a substan- 
tial commitment to technical assistance, with each state and territory served 
by a state or multistate project. Additionally, a small number of national 
technical assistance projects contribute expertise in specific content areas. For 
example, the Teaching Research Division operates the Teaching Research 
Assistance to Children and Youth Experiencing Sensory Impairments 
(TRACES), a project funded under OSER9' Services to Children with Deaf- 
Blindness Program. TRACES provides technical assistance to state and mul- 
tistate projects on a wide range of subjects related to services, for children 
ages birth through age 21. The project is located in Monmouth, Oregon. The 
Teaching Research Division also operates the National Information Clearing- 
house On Children Who Are Deaf-Blind (DB-LINK). Located in Monmouth, 
DB-LINK responds to individual requests and clearinghouse/ informational 
services. The American Foundation for the Blind, located in New York, is 
finalizing the publication of much-needed training materials. 

The OSEP-funded Technical Assistance Center at the Flelen Keller National 
Center for Deaf-Blind Youth and Adults (HKNC) addresses transition serv- 
ices related to youth and young adults who are deaf-blind. HKNC also 
receives fund'- under the Rehabilitation Services Administration (RSA). 
HKNC provides comprehensive and specialized services to persons who are 
deaf-blind, their families, and service providers, on a national basis, through 
three inter-related service delivery components; its model national rehabili- 
tation training center, ten regional offices, and an affiliate network of public 
and private agencies which are located across America. The objectives of 
HKNC are also accomplished by providing training and technical assistance 
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to other agencies interested in providing services 
for individuals who are deaf-blind. 

The mission of HKNC is to facilitate a national 
coordinated effort to meet the social, rehabilita- 
tion, and independent living needs of America's 
deaf-blind population through the demonstration 
of appropriate rehabilitation training techniques, 
methods, and technologies. 

HKNC was established in 1969 at Sands Point, 
New York; its legislative purpose is three-fold: (a) 
to provide special- 
ized services, at 
HKNC or any- 
where else in the 
U.S., which are nec- 
essary to encourage 
the maximum per- 
sonal develcpinent of individuals who arc deaf- 
blind; (b) to train families, professionals and allied 
personnel at HKNC or anywhere else in the U.S. to 
provide services to individuals who are deaf- 
blind; and (c) to conduct research and develop- 
ment programs and demonstrations on 
communication techniques, teaching methods, 
aids and devices, and the delivery of services. 

As the Assistant Secretary for OSERS, 1 am c)pti- 
mistic about the future of our programs to assist 
individuals who are deaf-blind. It must be empha- 
sized that these programs remain as relevant for 
today's challenges as the Centers and Services Pro- 
gram was in mobilizing a national response to the 
Rubella epidemic so many years ago. Through our 
efforts, these programs are capable of creating sig- 
nificant amounts of advocacy and rest^urces for 
this population. Increased utilization of technical 
assistance will help fill gaps in expertise, but we 
must ensure that new strategies will need to be 
developed to deal directly with the scarcity of 
qualified personnel. 

Projects under our programs are demonstrating 
increased efficiency in program management 
while stressing successful outcomes for indixidu- 
als who are deaf-blind. Individuals and families 
from more diverse backgrounds are increasingly 
empowered and invc')lved with these projects. It is 
well recognized that no single agency or organiza- 
tion can do everything. Coc')peration with others is 
now an essential part of each project to ensure that 
resources from the federal, state, local and private 
levels are coordinated and focused on securing 
specific outcomes. 

As we look toward the future, we must recognize 
die critical role that families play in the success of 
our endeavors to assist disabled people in achiev- 
ing their desired level of independence. Indeed, we 



are coming to see that a nurturing family life is the 
single most significant determinant of the child's 
ultimate success in making a p(^sitive contribution 
to society. The ways in which tamilies view their 
children will determine to a great extent how these 
children will come to view themselves. 

For children with disabilities, learning to value 
themselves is even more critical to their ultimate 
success. Youngsters with disabilities must learn to 
really like themselves, because they wnll spend a 

lot of time fending 
off the negative at- 
titudes held about 
them by others, in- 
cluding well mean- 
ing professionals 
like the ones who 
educated me. My parents were never ashamed of 
me, so I was never ashamed of myself. They in- 
stilled in me a healthy self-respect, which has- 
helped me through a lot of rough times. 

As a final thought, it is useful to remind ourselves 
that we are part of a larger community strix ing on 
behalf of all children, youth, and adults who have 
a disability or multiple disabilities, and their fami- 
lies. The talents and skills we share are xdtal to keep 
this endeavor growing and enriched. I encourage 
all who read this then to develop new and innova- 
tive partnerships, networks, and collaboratix^e ef- 
forts. Parents and professionals must work 
together more to help bring about increased posi- 
tive outcomes for all disabled children and youth. 
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Future Focus Forums 

Tlu‘ following articles are the summaries of presentations 
made bv the three authors at a sessiim entitled 'Future 
I^K'us Forum; The 3(^7. 1 1 Program in the New Millennium. " 
This session was held at the 1^<^4 U.S. Department o\ 
Fducation, C)ffice of Special Lducation Programs Annual 
I'rc^ject Directors' Meeting for the Severe Disabilities 
Branch in Niwember, The speakers were invited to 

share their assessments of the program today, tluMi* vision 
oi the be^t possible future, and their lealislic assessment ot 
where the program is lieaded.- FD. 

Presentation 1 

The 307.11 Program in the New 
Millennium 

Bud Fredericks 

Research Professor. Teaching Research 
C3ur task is to do three things: 

1. Assess the 307,1 1 program as it exists today (I include 
an assessment of deaf-blind education and services 
todav, which I believe to be the result of the quality 
of the 307. lip rogra m ) , 

2. IVovide a vision of an idealized program. 

3. Provide a realistic assessment t>f where the program 
is headed. 

Current Situation 

Today's program has a couple of excellent features 
as well as many problems. The excellent features 
include the quality of personnel who are involved. 
Many are highly skilled, and more are becoming 
skilled every day. The dedication of hundreds of 
professionals is noteworthy. Parent advocacy is 
growing and becoming more organized. An 
emerging bodv of literature regarding the educa- 
tion of children who are deaf-blind is far beyond 
anything that has been present before. Coupled 
with this literature is the development of some 
excellent training materials and the trainers to pre- 
sent those materials. Finally, but certainly not least, 
is the’ establishment of DD-LINK, a national clear- 
inghouse that focuses on deaf-blind issues. 

Now, let us consider the problems. Deaf-blind pro- 
grams ha\'o been flat funded for many years de- 
spite the fact that the identified deaf-blind 
population has almost doubled in the last 10 years 
and that the cost of living has increased signifi- 
cantly. Phis Kick of funding adversely affects the 
quality of deaf-blind education. 



The quality of educational programs for children 
and youth who are deaf-blind is very uneven 
throughout the country. There a'-e pockets of ex- 
cellence, and there are places where the programs 
remain quite poor. Despite the proliferation of 
training materials and extensive technical assis- 
tance delivered both within states and through the 
cooperation of state and federally funded pro- 
grams, many areas of the country still lack quality 
services, and many parents still are unaw e of 
how to access such services for their children. The 
inability of many programs to provide adequate 
education in communication as well as training in 
orientation and mobility is a major deficit. The 
provision of an interpreter-tutor for each child 
who is deaf-blind is the exception and not the rule. 

Although the national parent organization has for- 
mally organized and man\' local chapters of par- 
ents are in place, there are too many areas of the 
country where parents are not organized and 
therefore are not able to provide a unified advo- 
cacy voice. Until such organization and advocacy 
occur, both state and federal governments will be 
unresponsive to the needs of children and youth 
who are deaf-blind. 

The deaf-blind population is categorized as low- 
incidence. Low-incidence populations are not high 
priorities in many states, and there are even indi- 
cations at the federal level that the focus on low- 
incidence populations is waning. There is a danger 
that the federal government is moving towards 
decatego.nzation and will once again distribute 
money on some sort of block grant basis. For low- 
incidence populations in most states, this will be 
disastrous. Moreover, there seems to be a move- 
ment to consolidate technical assistance efforts 
into something called noncategorical technical as- 
sistance. If so, there is a strong possibility that once 
again, low-incidence populations will be of low 
priority. 

The lack of trained personnel is an important vari- 
able in the delivery of services to children and 
youth who are deaf-blind. Only a handful of col- 
leges throughout the country prepare teachers of 
deaf-blind students. Moreover, within programs 
that prepare teachers of students with severe dis- 
abilities, one generally finds little emphasis on 
communication and mobility training that would 
be essential to the child who is deaf-blind. Also, at 
the inservice level, many states have not utilized 
the training monies available under the Compre- 
hensive System of Personnel Development pro- 
gram (CSPD) to fill these training gaps. 

Fhe movement to inclusion has caused division, 
mistrust, and confusion in the educational arena at 
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a time when we need a sharper focus and a unified 
response to governmental initiatives. Some pro- 
fessionals have allowed their advocacy to over- 
shadow their objectivity, and so parents become 
confused by the highly emotional positions taken 
by many of our leading professionals. The concept 
of an individualized program developed for the 
child's needs gets lost in the arguments over place- 
ment. 

Finally, services to adults who have left the educa- 
tional system are woefully behind those for other 
populations such as those with mental retardation. 
Vocational and residential agencies that have the 
expertise to serve adults who are deaf-blind are 
rare exceptions. 

idealized Situation 

To imagine the idealized situation is easy. All the 
above deficiencies would be fixed. Parent organi- 
zations would be established throughout the coun- 
try and they would 
drive the national 
agenda in partnership 
with professionals. 

The federal and state 
governments would 
respond to the needs 
of children, youth, and 
adults who are deaf-blind and provide an array of 
excellent programs that would satisfy all persons' 
needs. Each student would have an interpreter to 
meet his or her individual needs. Adequate pre- 
service and inservice training programs would 
provide qualified staff in all situations. Finally, 
adequate funding would accomplish all of the 
above. 

Realistic Assessment of the Future 

Predicting the future is a haphazard affair. How- 
ever, if we attempt to predict the future of the 
deaf-blind program and deaf-blind services with- 
c'ut considering prevailing economic conditions 
and the attitudinal posture of the majority of our 
citizens, we may well mi.ss the mark by a wide 
margin. 

Although all the economic indicators reveal that 
we are in a time of economic recovery and prosper- 
ity, this recovery has been achieved by placing 
significant stress on the American worker. Many 
have been laid off so companies can streamline 
operations and show a greater profit margin. Many 
w'orkers are experiencing the stresses of increased 
duties from performing t,asks previously accom- 
plished by those who were laid off. Increased 



hours and stress at work translate into increased 
stress at home. As a result, although our produc- 
tivity level now leads the world, our workforce is 
discontented because of either unemployment or 
overwork. 

That situation needs to be considered in conjunc- 
tion with other trends and attitudes prevalent in 
our society. Many voters are verbally and actively 
displaying a distrust of the way in W'hich the gov- 
ernment functions. Coupled with this distrust is 
the ever-present cry against increased taxes and a 
clamor to reduce taxes. If this popular attitude 
prevails over time, we can foresee little hope of 
increasing the funding for deaf-blind programs. 
Without increased funding, we cannot hope to 
increase the amount and quality of preservice or 
inservice training programs. The 307.11 programs 
will remain in their current woefully under- 
funded condition. Moreover, schools with tighten- 
ing budgets are not likely to expand services to 

students who are deaf- 
blind. 

Our national popula- 
tion continues to grow, 
and its characteristics 
are being significantly 
altered. The middle 
class, the traditional 
bulwark of advocacy for programs for people with 
disabilities, is diminishing. The percentage of the 
population that is below the poverty level is in- 
creasing despite the economic growth of the coun- 
try. More people are being placed on part-time 
work without benefits. We still have 30% of the 
population without health care. We hear a constant 
verbal assault against the welfare system and, con- 
sequently, many of those in the poverty class feel 
threatened by the upper class and the politicians. 
These trends are problematic for people with dis- 
abilities; if many people in the country are hurting, 
are being crowded, and are being threatened, they 
will not be sympathetic to those who are disabled. 
People with disabilities take money away from 
other programs. They cost too much. 

Finally, there are other agendas that are more vis- 
ible than our agenda. When we had a Rubella 
epidemic, we got the attention of Congress. Medi- 
cal epidemics usually do, although they may be 
losing their clout if we observe carefully what has 
happened to the response to the AIDS epidemic. 

Other factors worked for us in the 60s and 70s. That 
was an era of civil rights concern. We had national 
leaders who addressed the issue ilirectly and force- 
fully. People with disabilities became enmeshed in 
the civil rights movement and benefited from it. 



It is difficult to bring our agenda to 
the forefront. When we had a Ru- 
bella epidemic, we got the attention 
of Congress. 
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Public Law 94-142 and che Americans for Disabili- 
ties Act, both major pieces of legislation, grew out 
of the civil rights movement. But concern for civil 
rights may be on the wane. People are upset by the 
increase in crime that is perceived as prevalent in 
the city ghettos and thus becomes associated with 
race. Comparing the national population percent- 
ages of Blacks, Latinos, and Whites with the per- 
centage of those incarcerated, we find a 
disproportionately higher percentage of incarcer- 
ated Blacks and Latinos. Therefore, it is perceived 
that Blacks and Latinos constitute the largest crimi- 
nal class in the country. There is little thought as to 
the root causes of this phenomenon, and therefore 
there is little desire to solve the cancers that plague 
our cities and also less sympathy for racial civil 
rights. Add to that the little-publicized fact that 
20-40% of those incarcerated in juvenile correc- 
tions facilities are categorized as in need of special 
education. We sit on a potential bombshell when 
people ask why this is so and why special educa- 
tion has failed. 

People with diverse backgrounds are becoming 
less accepted in our country. More and more na- 
tional and state figures are speaking out against 
those who are immigrants. We hear speeches and 
proposed legislation that will deny illegal immi- 
grants education and health benefits or change 
immigration quotas so those who are bright will 
have priority. 

All these trends do not bode well for people with 
disabilities. The one bright spot on our immediate 
horizon is the Americans for Disabilities Act — a 
major piece of civil rights legislation that has far- 
reaching potential for those with disabilities. We 
still have not realized its full power. 

And so, in the short run, we must be vigilant; we 
must continue to advocate; we must continue to 
speak out against the tendencies of the current 
administration to decategorize, for once that hap- 
pens, low-incidence populations will suffer. We 
must speak out against the federal government 
giving the sole responsibility to the states for the 
education of people with low-incidence popula- 
tions. Historically, the states have failed to do this 
well. 

In the long run, 1 do see hope. However, 1 do not 
see the easy fruition of that hope. 1 see the workers 
of America revolting against the greed of employ- 
ers and stockholders. I therefore perceive us to be 
in a time of major transition. How long that transi- 
tion period will last is unfathomable, but we must 
move toward a society that is less greedy, more 
humane, and less oriented toward punishment. 1 
believe that we shall achieve such a society if those 



who are concerned about the poor, the disabled, 
and the downtrodden do not become discouraged. 
They must continue to work for change. 

Specifically within the deaf-blind arena, the con- 
tinued emergence and evolution of the national 
parent network and the development of strong 
local chapters of parents will probably be our sal- 
vation. PL 94-142, the predecessor to IDEA, was 
passed primarily through the efforts of parents in 
partnership with professionals. To preserve and 
enhance the deaf-blind program, we need to build 
and nurture the growth of parent organizations. 

We must also view ourselves as a microcosm of the 
national scene. The deaf-blind community is a di- 
verse culture. We must recognize and accept that 
diversity. We must support those who choose to 
educate their children in a manner or place differ- 
ent from the one we choose. Most of all, even 
though we may espouse different philosophies 
and different ways of educating, we must present 
a united voice to those in power. If we do not, we 
shall perish. If we do, we shall most likely flourish. 

The cxjm'iiscti in thii^ article arc those of the author and do not 

necessarily reflect the position of the Teaching Rt'search Division or the U.S. 
I lepartnient of Education. 



Presentation 2 

Assessment of Today’s 307.11 
Program 

Michael T. Collins 
Director, Hilton/Perkins Program 



jAls we examine the National Deaf-Blind Pro- 
gram, it is evident that we have fewer financial 
resources upon which to draw than in the past. 
Our current funding level has been about the same 
for over 10 years, aitd is less than what it was 15 
years ago. The federal office funds a smaller num- 
ber of projects each year and is consistently under- 
staffecl. After the basic grants to states are doled 
out, there is very little left for any type of innova- 
tive project. The national technical assistance pro- 
jects have experienced a gradually diminishing 
pool of funds with which to provide traiiiing. They 
used to have a specific allocation of funds which 
could be spent on training activities in each state. 
Now training has become less oriented to children 
and methv)ds, and more oriented toward state and 
agency processes and procedures 
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There has been discussion in the past, motivated at 
least in part by the dwindling funding resources, 
about merging the national technical assistance 
projects. VVe cannot deceive ourselves. We are not 
offering an adequate support system on an ever- 
decreasing budget. 

The current context in which the 307.11 program 
operates is certainly financial, but it is also philo- 
sophical. In the current climate, the inclusion 
movement has definitely resulted in a much 
greater dispersiou of deaf-blind children. While the 
children used to be served in more concentrated 
pockets, and in specialized programs, they are now 
serv^ed in a much greater number of schools, 
spread over a much larger geographic area. This 
same phenomenon repeats itself in every state and 
region in the nation, Infrequently does one find 
two deaf-blind children served within the same 
building, let alone the same classroom. 

As one might imagine, the population dispersion 
makes the state coordinator or consultant's job a 
much more challeng- 
ing one. How does a 
consultant /specialist 
adequately assist and 
support programs for 
185 children who are 
in 138 different 
schools? These 138 
schools definitely re- 
quire a greater level of 
such assistance than in the past, since they do not 
typically employ specialists in deaf-blindness. 
With only one or two children per building, or 
often per district, they cannot possibly afford such 
a low-incidence specialist. Nonetheless, in com- 
parison to past decades, we have greatly increased 
the number of special educators and general edu- 
cators who need basic training in the instruction of 
children who are deaf-blind. 

The aforementioned factors result in most states 
repeating training, again and again, in the very 
elementary instructional strategies known to be 
effective with "^^'af-bhnd children, for an ever- 
changing bod\ V s. The result is that very 

few educators are a^ ilating the larger body of 
knowledge needed to conduct sound educational 
planning. 

The general trend to serve children locally has had 
tremendous impact on how children who are deaf- 
blind are educated. In the typical scenario hulay, 
the child is taught in his home community; his 
classmates are other children with multiple im- 
pairments, or with no impairments; his teacher has 
no specific training in deaf-blindness; if he is for- 



tunate, a trained person may consult with the class- 
room montWy or annually; his classes focus on 
many functional skills, but are weak in academic 
teaching, sensory development, and language 
skills; as he approaches adolescence, he probably 
has a reasonable program of vocational training, 
depending upon the community in which he re- 
sides; and his parents may not know what to do 
with him at home, or may be in need of a knowl- 
edgeable person to advise them. 

Another phenomenon is worthy of mention. With 
children spread out over such a large number of 
districts, there are very few jobs open to a person 
trained to teach children who are deaf-blind. 
School systems are not allocating a specialist posi- 
tion for one or two children in each district, and 
graduates therefore have to search for jobs in 
which their specialist background can have broad 
impact for larger numbers of children. The exper- 
tise of the specialists is widely needed, but actual 
positions that make use of their skills are few. 

It has been well estab- 
lished that we have a 
severe shortage of 
adequately trained 
teachers; we likewise 
have a greatly re- 
duced pool of people 
from which to appoint 
consultants, special- 
ists, and resource peo- 
ple. Where are our future leaders to come from? 
Even when a school system has the funding for a 
resource specialist, it has difficulty finding appro- 
priately trained candidates. More than 75% of the 
positions for state consultants, or coordinators of 
the programs under section 307.11 are filled by 
people who have neither training nor direct teach- 
ing experience with the population. Yet they are 
expected to be our resource people, to train the 
local schools to offer appropriate instructional con- 
tent to the child who is deaf-blind. 

In too many situations the state projects lack per- 
sonnel with specific knowledge of deaf-blind ness. 
In many cases the coordinators of these projects are 
assigned to the project on a part-time basis, fre- 
quently as one more assignment within the State 
Department of Education. In every state, dozens, 
and sometimes hundreds, of school districts are 
trying to serve children who are deaf-blind, and 
are not getting adequate help from their state co- 
ordinating offices, because those offices are under- 
staffed and emplov people who are undertrained. 

1 observe that wv have bought into a philosophy of 
integration and service at the local level without 



...we have a greatly increased num- 
ber of special educators and general 
educators who need some basic 
training in instruction of the deaf- 
blind children. 
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any attempt to build an infrastructure or support 
system to make it work. In stating this, I am not 
arguing that the philosophy is erroneous or mis- 
placed. Certainly participation in one's family and 
community are values we hold dear for all chil- 
dren. Nonetheless, we must recognize that, at the 
local level, thousands of these children are unders- 
erved or inappropriately served. Too often the 
needs of children who are deaf-blind are simply 
not recognized, let alone addressed in the lEP. 

I would suggest that children who are deaf-blind 
typically require certain educational content 
within their lEP, if their education is to be appro- 
priate. I would submit that, all too often, the above 
specific content needed by the child, by way of his 
deaf-blindness, is altogether lacking. This is fre- 
quently true both in full inclusion programs as well 
as in some of the segregated classes for severely 
handicapped children, in which children who are 
deaf-blind happen to be served. Sometimes a spe- 
cialist in one of the senses (teacher of the hearing 
impaired or visually impaired), or a resource per- 
son trained in moderate or severe special needs, 
will consult to the classroom on a regular basis. 
However, far too 
often, this is not a per- 
son with real expertise 
at assessing the needs 
of the child who is 
deaf-blind, nor is it 
one who is able to offer 
a curriculum that in- 
corporates the neces- 
sary factors. As a result, the child receives a pro- 
gram that is only partially appropriate. Some of the 
needs are addressed in the lEP; others are com- 
pletely overlooked. 

Sometimes, not only does the district lack exper- 
tise, but there is also nobody to call upon from the 
county, the intermediate school system, or the 
state. Therefore, the consultative input addresses 
only a part of the child's needs. A comparable lack 
of expertise on the part of the resource people in 
the state will produce the same gaps in the stu- 
dent's plan. 

The realities of where children are served today 
call for a much different support program, or 
307.1 1 program , than we have operated in the past. 

This current situation is just not acceptable. We 
cannot continue pretending that a system with 
such large gaps is a functional .system. We will 
never improve the quality of ser\'ices at the local 
level unless we all acknowledge the need for sig- 
nificant improvements. 



A Best Possible Future for the Program 

I offer the following suggestions as specific ways 
to strengthen the entire systerri nationally. This is 
in no way intended to be a complete or comprehen- 
sive prescription for all of the aspects which could 
be improved in a national program. 

Strengthen the National Office 

This program, within OSERS, has for many years 
been part of the Severe Disabilities Branch. While 
this is appropriate, there should be at least two 
staff working full time on the deaf-blind program. 
The number of projects to be funded nationally 
requires at least two staff members if program 
quality and direction is to be influenced. At least 
one of these should be a person trained specifically 
in deaf-blindness, to ensure that the integrity of the 
program's focus is maintained. The monitoring 
and shaping of individual projects can be much 
more effective if the office personnel include per- 
sons with training in deaf-blindness. 

Additionally, the national office would benefit 
greatly from a required advisory committee com- 
posed of professionals, 
parents, and consum- 
ers. State projects, mul- 
tistate projects, 
university preparation 
programs, and na- 
tional organizations 
should be represented 
on such a committee. 
The purpose of tliis committee would be to ensure 
ongoing input into the directions of the program, 
so services remain strong and focused upon the 
needs of children. It would also help to ensure a 
reasonable balance of philosophy and power in the 
field. In order to set a policy that is responsible and 
appropriate, OSERS must have a formal, organ- 
ized means to get advice and input from a variety 
of sources. 

Improve Slate and .Vlultistate Projects under 
.■^ 07. 1 1 

Each state needs a 307.11 project with adequate 
funding to offer meaningful supports to its chil- 
dren who are deaf-blind. This can only be accom- 
plished through achieving an improved 
appropriation for the entire program. 

Each state and multistate project should be staffed 
by more than one full-time professional who has 
training and expertise in dcaf-blindness. The num- 
ber of staff to be employed in each project should 
be determined by the size of the state and the 
number of children in need of service. The 307.11 



This current situation is just not ac- 
ceptable. We cannot continue pre- 
tending that a system with such 
large gaps is a functional system. 
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project staff should provide very direct training, 
consultation, and advice, and not simply function 
as brokers of services. They should personally 
know each child in need of service, and they 
should be available to local communities who seek 
advice and training. They should conduct several 
formal training sessions annually for district staff, 
and they should travel to districts throughout the 
state to offer onsite consultation. They should be 
required to establish a central body of literature 
and resources in each state, including assessments, 
curricula, and audio-visual materials. They should 
centralize accessible information, share between 
districts, coordinate with teacher training facilities, 
provide newsletters, and promote activities that- 
develop a systematic infrastructure within each 
state. But, to accomplish these goals, they must be 
funded adequately. 

307.11 project applications should be judged in 
accordance with how well informed the project is 
about the children they propose to serve: (a) What 
is their process for identification of children? (b) 
How in touch is the project with the specific sub- 
groups of children who are deaf-blind? and, (c) 
How aligned are direct services and technical as- 
sistance to the needs of individual children and 
families? 

Funding should be distributed according to the 
value of the ser\ices to be provided and not ac- 
cording to the number of noses each state can claim 
to count. Adequate systems of child identification 
should be only one factor within the funding equa- 
tion. The categories of "unknown" and "not tested" 
on our census forms should be eliminated. 

improve Services at the Local Level 

Under each state's program, we must find a way 
for teachers with expertise in deaf-blindness to be 
employed as itinerant and resource teachers to 
work directly with children and with local build- 
ing staff. Such positions probably cannot be paid 
for with federal funding, given the need for hun- 
dreds of such positions. Nevertheless, the federal 
program miust find a way of promoting the crea- 
tion of such positions. We cannot expect teachers- 
to-be to train in deaf-blindness unless there is a 
likelihood of employment in the field. Just as a 
child who is blind is entitled to some minimum 
amounts of time from a trained vision professional 
in order to have an appropriate program, so a child 
who is deaf-blind needs regular input from a pro- 
fessional who is familiar with the concurrent sen- 
sory disabilities. 

We should be w'riting into the lEP the amount of 
time spent with a teacher who is trained in deaf- 



blindness. Should we require evidence in every 
state plan that there is a statewide system of ade- 
quately trained teachers? Should we define the 
services of a deaf-blind teacher as a related service 
within the federal act? They are confusing ques- 
tions, but perhaps they are the most essential for 
ensuring the future quality of services for each 
child. 

If a cadre of specialists were created, we might 
more effectively use paraprofessionals in local 
schools, under the direction of trained itinerant 
educators who periodically consult to the class- 
room staff. This would increase the likelihood of 
the child's success in inclusion programs, and al- 
low us to stretch our master's-level specialists fur- 
ther. 

Expand Preservice Personnel Preparation in 
Deaf-Blindness 

A mere handful of universities currently prepare 
personnel in the field of deaf-blind educators. At 
any point, there are generally not more than three 
or four teacher training programs nationally with 
federal funding. In the past four years the Hil- 
ton/Perkins program has provided support for 
about 200 teachers to be enrolled in graduate train- 
ing. But this is not nearly enough. We need about 
10 strategically located centers to train teachers 
from each region of the country, attached to exist- 
ing programs that train personnel in deafness and 
blindness. And we need these centers to be funded 
for much longer than a three-year grant. There can 
be no stability in recruitment and training if pro- 
grams come into and out of existence rapidly. Part 
D of IDEA should support such centers, and there 
should be a consensus process to identify all the 
competencies that such teachers require so that the 
curriculum in teacher preparation can adhere to 
standards. With adequate personnel preparation, 
the 307.11 projects can be expected to hire qualified 
leaders, and local districts can be expected to em- 
ploy appropriately trained itinerant and resource 
teachers. Better federal funding for such programs, 
combined with continued support from the Hil- 
ton/Perkins Program, could put a big dent in the 
staff shortage in just a few years. 

It is imperative that we fund this effort in preserv- 
ice preparation from the funds earmarked for that 
purpose. The limited funds set aside for systemic 
support under 307.11 should be used only for sys- 
temic support. 

Improve National Technical Assistance 

We need more frequent meetings and training ac- 
tivities that cross over state lines, to ensure a fertile 
exchange of information in our field, and to avoid 





costly duplication of efforts. We need continued 
national conferences, meetings, and symposia like 
the 1992 National Symposium on Children and 
Youth Who Are Deaf-Blind, that bring us together 
as a community of individuals with common inter- 
ests. OSERS and the national projects might spon- 
sor more e\’ents like the symposium, on select 
topics and for different audiences.-OSERS might 
reward proposals from states that propose joint 
activities with neighboring states, in order to en- 
courage a more fertile field. 

Our national technical assistance projects must re- 
turn to the original mission of pro\'iding deaf- 
blind specific expertise to the local communities 
who are trying to serve the population. The recent 
focus on such areas as Personal Futures Planning, 
Transdisciplinary Team Functioning, Interagency 
Collaboration, and Systems Change are interesting 
from a process point of view. But these emphases 
teach nobody how to work with the child; nor do 
they plan better content tor the young adult. Style 
without substance is still only style. The needs for 
training in the basics of assessment, communica- 
tion, sensory development, and the organization of 
a meaningful school day are chronic. These require 
our full attention. 

To date, our systems change efforts have been very 
process oriented. It is time for these efforts to focus 
on changing the substance and content of how 
states are organized to serve the population. Each 
state needs assistance to develop a network of 
qualified professionals, so the system can truly 
w'ork. 307.11 projects need help in campaigning for 
inclusion of deaf-blind training in their local Com- 
prehensive System of Personnel Development pro- 
jects. To improve services at the local level, we 
must develop within each state a new network of 
itinerant specialists in deaf-blindness to function 
as consultants and resource people. Our national 
technical assistance projects should be leading the 
way to help states accomplish this. 

Maintain a National Clearinghouse on 
Deaf-Blindncss 

For the past two years, a project entitled DB-LINK 
has been funded to create a national information 
clearinghouse and easy access to information for 
all professionals, cimsumers and families. This 
clearinghouse has been a collaborative project of 
American Association of the Deaf-Blind, American 
Foundation for the Blind, Helen Keller National 
Center, Perkins School for the Blind, St. Luke's- 
Roosevelt Hospital, and Teaching Research. The 
result is a comprehensi\ e database which contains 
all of the deaf-blind literature nationally, as well as 
databases on services, agencies, resources, and in- 



dividuals who can be of assistance in each state. It 
is the first time such a comprehensive information 
source has ever existed. Other clearinghouses typi- 
cally contain very little information on deaf-blind- 
ness and are therefore less useful for people 
seeking practical information. Through DB-LlNK, 
every person has easy access to the information 
which exists, even when their state coordinating 
person is new or less than knowledgeable. The 
service is too valuable to let go at this point. DB- 
LINK needs increased funding to keep up with the 
ever-expanding requests for information and the 
always increasing sources of new information. 

The posit ioti$ expressed hi this iirtide tire tho>e of the author and do not 
nceessarili/ reflect the position of the Teaching Research Division or the US. 
Department of Education. 



Presentation 3 

Now is the Time for Action 

Dawn Hunter 

former Branch Chief, Severe Disabilities Branch, 
Office of Special Education 

Assessment of the State of the Program 

Throughout the history of the program, al- 
though the number of children who are deaf-blind 
has increased dramatically, the resources available 
have steadily decreased (especially in light of in- 
flation). First of all we are experiencing a critical 
shortage of professionals who are trained to work 
with students who are deaf-blind and their fami- 
lies. This personnel shortage is national in scope 
and includes trained teachers, interpreters, related 
service personnel (e.g., mobility trainers, audiolo- 
gists, speech therapists, occupational therapists, 
physical therapists, personal attendants, interve- 
ners), as well as early intervention staff, rehabili- 
tation counselors, and administrators at the 
building, district, and state levels. Secondly, be- 
cause of dwindling federal resources, support to 
the state and multistate projects (for research, 
demonstration, training, outreach, and technical 
assistance programs) has become almost nonex- 
istent. 

Despite these personnel and budget cutbacks, we 
have seen tremendous accomplishments in serv- 
ing children who are deaf-blind. Innovations in 
educational and assistive technology have soared. 
Children who are deaf-blind are successfully being 
educated in general education classrooms. We arc 
learning more about social relationships and the 
development of friendships between children who 
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are deaf-blind and their peers. Parents of children 
who are deaf-blind ha\'e organized to form a very 
active support network for both families and pro- 
fessionals. These parents have also become politi- 
cally active, and have effected many changes at the 
local and state levels. In addition, we have seen 
creative solutions to fiscal limitations with parents, 
schools, districts, the business community, and 
community agencies effectively collaborating to 
better serve students who are deaf-blind. Much has 
been accomplished in a relatively short period of 
time. 

Vision of the Future of the Program 

What needs to happen in order to more effectively 
support children who are deaf-blind? I see at least 
seven areas that need to be addressed in order to 
realize our vision: 

1. We need a full time state and multistate coordi- 
nator in each state. It is virtually impossible for a 
state, regardless of its size, to coordinate services 
for children who are 
cieaf-blind without 
someone serving in this 
role full time. It is a 
monumental task to 
identify children who 
are deaf-blind, monitor 
the services being pro- 
vided to these children, 
ensure that state-of-the- 
art technical assistance and training is provided to 
school districts and families, collaborate with other 
state and local agencies and organizations, and 
stay professionally current. 

2. For many of the same reasons, we need more 
than one full-time staff person working with the 
program at the Office of Special Education Pro- 
grams. I would like to echo the statements Mike 
Collins made about increasing the support for the 
program at this level. One person simply cannot 
effectively manage and monitor the program. This 
staff member is also responsible for developing 
program announcements, setting up and running 
grant competitions, writing regulations, respond- 
ing to mail, working on governmental committees, 
educating others within the department about the 
needs of students who are deaf-blind and their 
families, and so on. It should be noted that within 
the last three years the Services for Children with 
Deaf-Blindness Program has lost three staff mem- 
bers who spent a portion of their time working 
with the program. 

3. We must proactively continue to establish effec- 
tive collaborative relationships with other state 



agencies and programs (e.g., vocational rehabilita- 
tion, housing, transportation, mental health) 
within our respective states. These relationships 
can assist in (a) better seiA'ing students, (b) educat- 
ing each other as to what resources are currently 
available or could become available, (c) pooling 
resources when feasible, and (d) changing nega- 
tive attitudes and low expectations about people 
who are deaf-blind. Everyone involved can benefit 
from establishing these types of collaborative 
working relationships. 

4. Coordinators must determine if they are utiliz- 
ing all resources available to. them (e.g., dollars 
from Parts B and H of IDEA, Comprehensive Sys- 
tem of Personnel Development, statewide system 
change grants, and other federal discretionary 
grants) to better meet the needs of students who 
are deaf-blind and their families. They also need to 
become familiar with and. access other national 
(e.g., DB-LINK, NICHCY, HEATH, the Pro- 
fessions in Special Education Clearinghouse, ERIC 
Clearinghouse, National Diffusion Network, 

NECTAS, the Re- 
gional Resource Cen- 
ters, TRACES, TAC, 
the Inclusion Insti- 
tute, the Social Rela- 
tionships Institute, 
the Early Childhood 
Research Institutes, 
the Transition Insti- 
tutes), state, and local 
resources to the greatest extent possible. In addi- 
tion to accessing resources through these projects, 
coordinators have the opportunity to inform these 
projects about the educational, social, vocational, 
transportation, housing, medical, and recreational 
needs of people who are deaf-blind and their fami- 
lies. 

5. Radical changes are needed, both in the way we 
recruit and also in the way we train professionals 
to work with students who are deaf-blind. We can 
no longer simply hope to see an increase in the 
number of teachers, related service personnel, and 
interpreters entering the field, but rather we must 
be proactive in ensuring that we ha\'e a pool of 
potential professionals. Thus we must better util- 
ize existing systems for recruiting as well as de- 
velop new recruiting strategies. We must also take 
a careful look at the current presorvice and inserv- 
ice training programs and find a way to stabilize 
resources for these types of programs. Additional 
training programs will need to be established. It 
may be useful to explore a variety of nontraditional 
training models that encourage potential teachers 
to work with students early in their programs. 



It is virtually impossible for a State, 
regardless of its size, to coordinate 
services for children who are deaf- 
blind without someone serving in 
this role full time. 
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Solving the critical shortage of trained personnel 
will require a great deal of creativity and collabo- 
ration at the national, state, and local levels. 

(■>. We need to continue to find effective ways to 
better support the families of children who are 
deaf-blind. This will include helping families net- 
work more effectively w'ith each other, providing 
support and training for families, empowering 
families to be actively involved in the education of 
their children, and educating "generic" service 
providers about students who are deaf-blind and 
their families to help them obtain needed supports 
and services. 

We must clearly identify what additional sup- 
ports are needed to ensure that all children who are 
deaf-blind are receiving the best education possi- 
ble. This will include (a) documenting best prac- 
tices (as well as what isn't working); (b) identifying 
"gaps" that require additional program develop- 
ment, materials de- 
velopment, techno- 
logical development 
or research; (c) trans- 
lating research find- 
ings into "user 
friendly," classroom 
practices; and (d) de- 
veloping and using 
effective strategies to communicate this informa- 
tion. While DB-LINK, TRACES, and TAC have 
done an outstanding job of beginning this informa- 
tion collecting and sharing process with the very 
limited federal resources they have had available 
to them, some of the supports identified above are 
outside the scope of these projects. Therefore, once 
these supports are identified resources will be 
needed for implementation. Another endeavor 
that would improve services to children who are 
deaf-blind would be the creation of a professional 
jou rna 1 commi tted to addressing the chal lenges we 
are facing as a field. 

Where is the Program Headed? 

N'ever before have we seen general education and 
special education at the federal level coming to- 
gether as it currently is. While this is tremendously 
exciting and holds a great dea( of promise for 
improving educational services to all children, it is 
also frightening. 

On September 22, 1994 the U.S. Department of 
Education issued a Notice of Request for Comment 
on the Reauthorization of IDEA (Eederal Register, 
vol. 39, No. 183, p. 48813). Several questions wore 
raised about the discretionary grant programs that 
are "red flags" for the Services for Children with 



Deaf-Blindness Program. Three of the questions 
that were posed are especially relevant to the dis- 
cussion here: 

• How can resources from different programs be 
consolidated or coordinated to address issues 
that cut across age ranges, disabling conditions, 
and types of activities? 

• Are there less categorical approaches that 
would better serve the needs of children with 
disabilities and their families? 

• Should all resources for personnel development 
be consolidatea into a single program to permit 
greater flexibility in meeting changing 
personnel training needs? 

Given the tremendous needs identified in the first 
two sections of this article, few can argue that what 
we currently have cannot be improved. Without a 
doubt, now is the time for creative approaches, 

solutions, and doing 
things differently and 
more effectively than 
we have in the past. 
However, we must ad- 
dress the needed 
changes in a thoughtful 
and comprehensive 
way. Without a sincere 
commitment from the Department of Education 
that there is indeed a federal role to support low- 
incidence populations through research, demon- 
strations, outreach, training, technical assistance, 
dissemination and other activities, one cannot be 
assured that decisions will be made in accordance 
with the students' best interests. Will students who 
are deaf-blind, once again, get lost in the shuffle? 

What can be done to ensure that thoughtful and 
comprehensive decisions will be made by the De- 
partment of Education and Congress? Some sug- 
gestion may include the following; 

1 . Be proactive in all IDEA reauthorization activi- 
ties. Stay abreast of developments and pay particu- 
lar attention to the discretionary programs (i.e.. 
Parts C - G). Although the public comment period 
is over for the questions identified above, it is not 
too late to call or write to the Department of Edu- 
cation and your legislators voicing your concerns. 
Provide concrete suggestions. Keep in mind you 
are dealing with players who are interested in 
down-sizing and reinventing government. Conse- 
quently, suggestions that fit into this framework 
will more likely be heard. 

2. Watch for the proposed budgets that should be 
out in January. How is the Department of Educa- 

3'i 



Radical changes, both in the way we 
recruit and the way we train pro- 
fessionals to work with students 
who are deaf-blind, are needed. 
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tion proposing to spend special education dollars? 
Are there any clues in the budget as to what may 
or may not be happening to specific programs, 
such as shifts in program budgets? If so, what will 
this mean for students who are deaf-blind? Also 
keep an eye on the Program for Children with 
Severe Disabilities and the Early Childhood Pro- 
gram as these programs have also supported chil- 
dren who are deaf-blind. Ask questions. Obtain 
specific answers to your questions. 

3. Watch the reorganization activities occurring 
within the Department of Education, particularly 
in the Office of Special Education Programs. What 
are the plans for reorganizing? How will these 
activities affect students, research and develop- 
ment activities, technical assistance, systems 
change activities, and other needed supports? 
Again, ask questions. 

4. Be vigilant, listen carefully, and act. Things are 
moving on a fast track. There is no time to stand by 
and watch. Help others keep informed. Empower 
parents, family members, and consumers. Involve- 
ment is critical. 

.3. Keep an open mind. We have an opportunity 
here to do things better than we have in the past. 
Be pathfinders, seek common ground whenever 
possible. Look for new and creative ways to ensure 
effective educational change. 

fi. Secure commitments from the Department of 
Education and Congress that each believes there is 
a unique federal role to support low-incidence 
populations through research, technical assis- 
tance, outreach, training, and dissemination activi- 
ties for these populations. 

Change can be frightening. The challenge for all of 
us is to remain open to change, always keeping in 
the forefront, the needs of students' who are deaf- 
blind and their families. In order to realize our 
vision we will have to dust off our grass roots 
organizing manuals and get busy. We must work 
together, using our best collaborative and problem 
solving skills. Creativity and unity will bring about 
effective and positive change for the students and 
families we serve. The time is now; if not, it may be 
never. Before we lose too much, we must get in- 
volved. 

NOW is the time for action. 

The (’\7»r(’ssn/ ^/f/s iirtich' arc those of the author mut do not 

fiecrssiirth/ reflect the position of the l'enchin\i Research Division or //ir 
Department of r.dm atwn. 



Con^rebsman Randy Cunningham is the cliairman t)f the* 
Suheommitte* on Ha rlv ChildhtH>d, Youth, and l amilius. 
One of tlu* tasks for this subcommittee is to review the 



reauthorization of IDEA. Readers are encouraged to share 
their comments with Congressman Cunningham. — ED. 

Write to 

Congressman Randy Cunningham 
227 Cannon 
Washington, DC 20515 
(202) 225-5452 
or 

Congressman Randy Cunningham 
613 West Valley Parkway 
Suite 320 

Escondido, CA 92025 

(6191 737-8438 



International CHARGE Syndrome 
Conference 

The Second International CHARGE Syndrome 
Conference for Families and Professionals will 
be held July 21 - July 23, 1995, at Lewis and 
Clark College, in Portland, Oregon. For more 
information contact: 

CHARGE Syndrome Foundation Inc. 

2004 Parkade Blvd. 

Columbia, MO 65202-3121 
(800) 442-7604 

Members of the CHARGE Medical Advisory 
Board and other specialists will be available for 
consultation during the conference. 



.A. re you an adult who is deaf-blind who is 
interested in linking up internationally with 
others on the Internet? Do you know a col- 
lege student or other adult with dual sensory 
impairments who has Internet access? Fac- 
ulty from the University of Utah and Utah 
State University are currently preparing a 




list of individuals ("super highway travelers 
who are deaf-blind") who share this interest. 
If you would like more information, send an 
E-mail message to 

o'donnell@gsc. utah.edu 
Richard Kiefcr-O'Donnell 
University of Utah 
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Functional Assessment: 
Understanding and Identifying 
the Causes of Challenging 
Behaviors in Students who are 
Deaf-Blind 

James K. Luiselli 
Psychological and Educational 
Resource Associates 

Abstract 

Many students who are deaf-blind display challenging 
behaviors that interfere with their learning, disrupt the 
environment, are socially stigmatizing, and can be physi- 
cally injurious to themselves and others. Before introduc- 
ing a behavior-reduction program, it is essential to identify 
the variables that set the occasion for, and maintain, the 
challenging behaviors. This re\*ievv discusses how to 
achieve this objective through the process of fnuctkvial 
assessninit. Various categories of functional influences are 
presented, followed by a discussion e>f assessment methods 
and their application within educatitmal settings. The re- 
view concludes with a summary of treatment implications. 

Many students who are deaf-blind engage in 
behaviors that can be categorized as cliaUcri;firi;f or 
interfering. Some, for example, might exhibit vo- 
calizations or motor responses that compete with 
their attention during instructional activities. Simi- 
larly, stereotypic behaviors (commonly termed 
"self-stimulation") such as body-rocking, light- 
gazing, or object-tapping can interfere with learn- 
ing. Behaviors in the form of a tantrum or property 
destruction are environmentally disruptive. Fi- 
nally, very severe forms of behavior such as ag- 
gression and self-injury can be physically harmful. 

Most educators and parents would agree that, 
when a student who is deaf-blind displays chal- 
lenging behaviors, a systematic program of inter- 
vention is warranted. When considering how to 
intervene with a student, it is useful to conceive of 
the problem behavior as ha\Tng comnuiuicatiou in- 
tent (Donnellan, Mirenda, Mesaros & Fassbender, 
1984). To illustrate, imagine a deaf-blind child who 
has a limited range of adaptive skills and who lacks 
expressive language abilities. The student is not 
able to request assistance from others through sign 
language or an augmentative language modality 
but finds that if he hits himself repetitively, he is 
approached by adults who, with best intentions, 
try to manage the situation and calm him down. 
However, by delivering attention to the student 
contingent upon his self-injury, that behavior will 
be learned as a way to elicit a desired reaction. In 
effect, the behavior communicates the message, 



"Pay attention to me." For this student, the chal- 
lenging behavior serves a purpose and function. 

Understanding the functional properties of chal- 
lenging behaviors should be the first step in the 
development of an intervention plan. Consider the 
following example. A girl who is deaf-blind at- 
tends a classroom where she participates in a vari- 
ety of instructional activities each day. Some of the 
activities are pleasurable for the student and she 
completes them without difficulty. However, cer- 
tain other activities seem to be more demanding 
for her and frequently, she becomes very disrup- 
tive when they are presented. In an attempt to 
reduce the occurrences of disruptions, the girl's 
teacher decides to use "time-out" by having her sit 
away from the gremp for 1 minute whenever dis- 
ruptive behavior is displayed. Unfortunately, the 
time-out consequence in this example is likely to 
produce an increase in the behavior. This outcome 
could be expected because the girl finds the in- 
structional activity to be unpleasant, engages in 
disruption, and then experiences the temporary 
removal (via time-out) from what she dislikes. By 
focusing on the typography of the challenging be- 
havior, and not its function, the program of inter- 
vention will be ineffective. 

This article provides an overview of the important 
topic of functional assessment as it applies to chal- 
lenging behaviors of students who are deaf-blind. 
First, specific categories of functional influences 
are presented. This information is followed by a 
review of several assessment methodologies. The 
article concludes with a brief discussion of treat- 
ment implications. 

Categories of Functional Influences 

Physical-Medical. Challenging behaviors, on 
many occasions, occur due to acute or enduring 
physical conditions. A deaf-blind student who 
presses his or her finger against th^‘ (‘ye might do 
so because of increased intracKular pressure. Or, 
repetitive face-rubbing ccnild be the result of an 
allergy. A situation of extreme fatigue that is the 
sequelae from periods of poor sleeping or a pre- 
scribed medication can lead to agitated behavior. 
These and similar challenging behaviors represent 
the student's attempt to reduce disccmifc^rt. 

Attention-Eliciting. As noted previously, stu- 
dents sometimes engage in challenging behaviors 
because the reaction by adults is an increase in 
social attention. For the student who is deaf-blind, 
this attention typically occurs as an adult signing 
tactually by delivering comments such as, "Please 
don't scream," or "No hitting-what's wrong?" Al- 
though the adult's reaction may, in fact, stop the 
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behavior temporarily, the actual frequency of re- 
sponse might increase because it is eliciting a pleas- 
urable and, therefore, reinforcing consequence. 

Object- or Activity-Eliciting. This influence op- 
erates similarly to the attention-eliciting function 
but instead of the social responses from adults 
being reinforcing, it is the presentation of objects 
and activities. A conimon example is the student 
who exhibits a tantrum and is given a preferred 
toy, pleasurable materials, or access to a favorite 
activity contingently because it calms him down. 
Through repeated pairings of tantrum behavior 
followed by exposure to desirable objects and ac- 
tivities, the student can learn quickly how to elicit 
them by tantrumming. 

Avoidance- and Escape-Motivated. If a student is 
confronted with a situation that he or she does not 
enjov, performs a challenging behavior, and the 
situation is cither withdrawn briefly or terminated 
completely, that behavior will be negatively rein- 
forced. Functionally, the student learns to post- 
pone the presentation of particular conditions 
(avoidance) or to have ongoing conditions discon- 
tinued (escape) by engaging in the behavior. Be- 
cause the avoidance of, or escape from, 
nonpreferred situations is pleasurable for the stu- 
dent, the preceding behavior will increase. Avoid- 
ance- and escape-motivated challenging behaviors 
are seen primarily under "demand" conditions 
(e.g., direct instruction, requests for compliance). 

Sensory-Pleasurable. Stereotypic behaviors rep- 
resent fixed, invariant, and repetitive motor re- 
sponses that, typically, are reinforced by their own 
sensory consequences. The sensory-pleasurable 
outcome from eye-pressing, for example, is the 
photic stimulation produced by the behavior. 
Body-rocking is associated with pleasant proprio- 
ceptive feedback. A deaf-blind student who taps 
fingers against his or her chin might do so because 
the tactile contact is enjoyable. The fact that these 
and similar behaviors are reinforced by "intrinsic" 
sensorv txinsequences is why they are usually re- 
ferred to as self-stimulatory. 

Methods of Functional Assessment 

Indirect Methods. One way to identify the func- 
tion of challenging behaviors is to pose questions 
to persons who interact with a student (e.g., teach- 
ers, parents, therapists) regarding the conditions 
under which the behaviors are encountered. Be- 
cause this approach relies on the subjective reports 
of significant others, it is considered to be an indi- 
rect, or informant-based, assessment method 
(Iwata, V()llmer & Zarcone, 1990). 



Figure 1 is a screening form used by the author 
during the initial phase of program planning and 
represents one of several indirect measures. Indi- 
viduals are asked to complete the form inde- 
pendently, and then the collected information is 
summarized and reviewed. As depicted in the 
form, potential functional influences are gleaned 
by having informants rate the degree of occur- 
rence, for each challenging behavior, within speci- 
fied conditions. Consistent ratings indicate 
particular sources of control. For example, if sev- 
eral teachers uniformly indicated that a student's 
disruptive behavior was most prevalent during 
instructional activities as opposed to free-play or 
alone conditions, these data would suggest an 
avoidance- or escape-motivated function. It 
should be emphasized that this form, and sinular 
indirect methods, should be used as preliminary 
approaches towards functional assessment and 
should always be incorporated with direct clinical 
observation, caregiver interviews, and, when pos- 
sible, empirical data-based procedures. 

Several standardized instruments have been de- 
veloped for the purpose of indirect functional as- 
sessment. The Motivation Assessment Scale (MAS) 
designed by Durand and Crimmins (1988) is a 
16-item questionnaire that requires respondents to 
answer questions such as, "Does the behavior oc- 
cur following a command to perform a difBcult 
task?" or "Does the behavior occur repeatedly over 
and over, in the same way?" Each question is an- 
swered on a seven-point scale ranging from 
"never" to "always." The quantified responses by 
informants are used to determine an attention-elic- 
itirrg, object-eliciting, avoidance-motivated, or 
sensory-pleasurable function for the behavior in 
question. O'Neill, Horner, Albin, Storey and Spra- 
gue (1990) also have described a functional analy- 
sis interview form as a structured re x>rting format 
for use with practitioners during the initial phase 
of assessment. 

Descriptive Methods. These techniques rely on 
data-based assessments whereby the occurrences 
of challenging behaviors arc recorded in "real 
time" and within specified contexts. The scoring of 
behaviors in this manner is an advantage over 
indirect methods because it provides a more em- 
pirical basis for identifying purpose and function. 

Figure 2 is an example of a data collection sheet 
prepared for a child who is deaf-blind and en- 
gaged in stereotypic head-swaying behavior 
(moving head in a side-to-sidc motion). The behav- 
ior is recorded during selected classroom actix’ities 
and the objective of the assessment is to determine 
whether it is influenced by different conditions 
(e.g., group activities, 1:1 instruction, lunch, play). 
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Figure 1 

Functional Assessment Screening Form 

Student: 

Informant: 

Target Behavior: 

Instructions: Indicate the level of occurrence of the target behavior by checking off the relevant 
rating for each designated condition. Ratings are: 

0 Never 1 Seldom 2 Occasionally 3 Frequently 4 Very Frequently 



Conditions 


0 


1 


2 


3 


4 1 


When alone 












In presence of peers 












In presence of adults 












Indoors 












1 Outdoors 












During transitions 












When given a request 












During training sessions 












During free-time 












1 During meals 












I Morning (7:00a.m.-12:00p.m.) 












Afternoon (12:00p.m. -5:00p.m.) 












Evening (5:00p.m.-l 1:00p.m.) 












Overnight hours 
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Figure 2 

Data Collection Sheet 



Student: Robert Setting: Classroom Date: Today's Date: 

Target Behavior: "Head-Swaying" (side-to-side movement of the headl 

Instructions: 

One data sheet should be used each day. Write in each scheduled activity and the time (to the nearest 
minute) each activity begins and ends. When the target behavior begins, start the stopwatch; when the 
target behavior ceases for at least one full second, terminate the stopwatch. When the activity is over, 
sum the cumulative seconds on the stopwatch over the total seconds of the activity. 



Activity 


Activity Time 


Instructor 


% Occurrence of j 
Target Behavior 


Begins 


Ends 
































I 










j ' 
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As dl'picted in Figure 2, starting and stopping 
times of each activity are noted (to the nearest 
minute). A stopwatch is activated and terminated 
to time when head-swaying begins and ends, re- 
spectively. When each activity is concluded, the 
total number of seconds of recorded head-swaying 
is divided by the total duration of the activity to 
produce a “'*"0 Occurrence of Target Behavior" of 
head-sw'aying. For example, if it is found that the 
occurrence of stereotypic responding is consider- 
ably higher when he is involved in group activities 
with less than 1:1 interaction, then the treatment 
implication is that head-swaying behavior is pri- 
marily sensory reinforced and is most likely to 
occur w^hen the student docs not receive direct and 
frequent instruction. 

Data collection forms can be adapted to a variety 
of challenging behaviors, contexts, and settings. In 
addition to isolating how^ the ti/pc of activity might 
effect the display of challenging behavior, other 
meaningful information regarding function can be 
obtained. For example, the data sheet shown in 
Figure 2 allows the classroom staff to determine 
whether head-swaying behavior is influenced by 
(a) the duration of the activity (e.g., short- vs. long- 
duration tasks), (b) the instructor conducting the 
activity (e.g., the effects of different staff persons), 
and (c) the time of day the activity is scheduled 
(e.g., morning or afternoon). To reiterate a point 
made previously, the ability to correlate empiri- 
cally the display of challenging behaviors with 
discernible conditions means that intervention 
procedures can be matched to functional influ- 
ences. Other types of descriptive assessment meth- 
ods include the Inappropriate Behavior Record 
(Pyles & Bailey, 1990) and the Functional Analysis 
Observation Form (O'Neill et al., 1990). 

Experimental-Analogue Methods. An experi- 
mental-analogue approach entails the direct ma~ 
uipuintion of purported functional influences to 
discern whether they affect the frequencies of chal- 
lenging behaviors differentially. This method, "in- 
volves constructing at least one condition 
(experimental) in which the variable of interest is 
present . . . and another condition (control) in 
which the variable is absent" (Iwata et al., 1990, p. 
308). 

To illustrate an experimental-analogue approach, 
picture a student who is deaf-blind who partici- 
pates in three, 10-minute classroom activities each 
day. The behavior of interest is hitting-out towards 
the instructor. During one activity, the student is 
presented with less preferred tasks (demands) and 
each time the challenging behavior occurs, the in- 
structor ceases the interaction for 30 seconds. This 
condition includes a time-out strategy and is in- 



tended to control for a possible escape-motivated 
function. That is, if the student's hitting behavior 
occurred at high frequencies under this condition, 
the assumption would be that it v\\as reinforced by 
escape from, or avoidance of, the demands. During 
the second activity, the student is given preferred 
tasks and contingent upon hitting, the instructor 
states, "No-don't hit!" This condition is intended to 
control for an attention-eliciting function because 
the hitting behavior produces a pleasurable social 
consequence. Increased responding under this 
condition would suggest that the student hits to 
produce an adult reaction. Finally, during the third 
activity the student is allowed to ha\'e free-play 
w^hile the instructor simply remains in close prox- 
imity but without interaction. This condition pro- 
vides a control for a sensory pleasurable function, 
that is, tactile or olher sensory consequences from 
hitting which arc, themselves, reinforcing. Using 
this method, it can be seen that the possible func- 
tion of hitting behavior can be isolated in the most 
direct way and with maximum control. 

Although an experimental-analogue method of 
functional assessment might seem to be too time- 
intensive for practical application, it can, in fact, be 
adapted to most settings. As an illustration, 
Luiselli (1991) described the functional assessment 
and treatment of self-injury (striking chin with 
hands and striking head against surfaces) in a 6- 
year-old boy who was deaf-blind. Based upon an 
initial clinical evaluation, it appeared that the self- 
injurious behaviors were primarily escape-moti- 
vated in that they tended to occur when he was 
presented with instructional demands. An experi- 
mental-analogue assessment was instituted by re- 
cording the frequency of self-injury during three, 
10-minute sessions that occurred regularly within 
the child's classroom: (a) direct instruction with 
manipulative tasks {demand condition), (b) direct 
instruction with manipulative tasks plus reinforce- 
ment for task completion {reduced -demand condi- 
tion), and (c) free access to play materials 
{no-demand condition). During all activities, an in- 
structor physically blocked and redirected at- 
tempted self-injury as a protecti\T technique. The 
results demonstrated that self-injurious behaviors 
decreased steadily across all three activities and 
eventually, reached near-zero levels. The outcome 
from assessment, therefore, revealed that the stu- 
dent's self-injurv wms not primarily escape-moti- 
vated in function or perhaps, that the behavior was 
influenced by multiple functions. It was clear, 
howe\ er, that the contingent interruption-red'rec- 
lion procedure pi o\’ed to bo a simple but effective 
strategv. 
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Discussion 

This brief review addressed the topic of functional 
assessment of challenging behaviors in students 
who are deaf-blind. It is beyond the scope of the 
review to discuss the many treatment implications 
that must be considered given the outcome from 
functional assessment, but several areas can be 
highlighted: 

• On some occasions, functional assessment 
might reveal iiiultiplc fourccfi of control over 
challenging behavior. That is, one behavior of a 
student, for example, loud screaming, could be 
attention-elicidng in function in one situation 
and escape-motivated in function in another. If 
a behavior appears to be multiply determined, 
separate intervention programs would have to 
bo formulated for each identified condition. 

• In general, it usually is possible to identify be- 
havior-function by utilizing the methods pre- 
sented in this review. Occasionally, however, 
the results from assessment might show that the 
behavior of interest is undifferentiated, that is, 
it seems to be effected by all variables. An analy- 
sis of this type could mean that the behavior is 
reinforced by conditions that are not readily 
accessible via the functional as.sessment. This 
possibility is most likely to be encountered for 
challenging behaviors that are influenced by 
medical factors. It also should be noted that, in 
some cases, a student's challenging behavior 
may occur at a \'ery low' frequency, thereby 
being less sensitive to functional environmental 
manipulations (Vollmer & Iwata, 1993). Such a 
situation would require a more prolonged pe- 
riod of assessment before inter\ ention is initi- 
ated. 

• Practitioners should oe keenly aware of ethical 
considerations when using functional assess- 
ment procedures either to record challenging 
behaviors under naturalistic conditions or dur- 
ing experimental-analogue sessions w'herein 
programmed interactions potentially could in- 
crease responding. It is imperative, for example, 
that the a.s.sessment procedures do not put the 
student or others at risk, particularly w'hen seri- 
ous challenging behaviors such as self-injury or 
aggre.ssion are targeted. Procedures should be 
in place to ensure personal safety and protect 
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the physical environment. Finally, if the poten- 
tial risks from directly manipu'" ang functional 
x’ariables are significant, or if the actual assess- 
ment leads to behavioral difficulties, proce- 
dures should be discontinued in favor of more 
benign strategies. 

• Any program of behavioral intervention must 
focus on the language and communication skills 
of the student. If functional assessment suggests 
that the hitting behavior of a student is atten- 
tion-eliciting, for example, it would be desirable 
to teach that student how to request adult inter- 
actions using a language response. Similarly, 
escape- or avoidance-motivated behavior 
should be treated with a language training com- 
ponent that teaches the student how to ask for 
help or to request a break under demand condi- 
tions. This method is termed Functional Commu- 
nication Training (FCT) and has been 
demonstrated to be effective as a behavior-de- 
celeration intervention using verbal and non- 
verbal language modalities (Durand, 1990). 

• When the conditions that reinforce a challeng- 
ing behavior are pinpointed, another compo- 
nent of intervention should be to eliminate them 
and make the reinforcing consequences contin- 
gent upon more adaptive skills and responses. 
Thus, for sensory-rein forced challenging be- 
haviors, the pleasurable consequences could be 
made available following alternative responses 
or new' (and more acceptable) w'ays to produce 
the consequences could be provided (see Moss, 
1994, for useful recommendations in this re- 
gard). If the challenging behavior is reinforced 
by contingent social attention, adults would be 
trained to withhold their attention when the 
behavior occurs and to attend to the student in 
its absence. Escape- and avoidance-motivated 
challenging behaviors could be addressed by 
introducing positive reinforcemen^ into activi- 
ties that seem to provoke the behavior, using 
antecedent-control methods to reduce the like- 
lihood the behax’ior will be encountered (e.g., 
reducing task demands, allow'ing student 
choice-making, using preferred objects), and / or 
making escape-avoidance contingent upon 
more acceptable responses (Luiselli, 1994), 
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In summary, the most effective approach toward 
behavioral intervention for students who are deaf- 
blind should be to discover the purpose and func- 
tion of their responses before a program is 
implemented. Determining behavior-function en- 
ables the practitioner to design an individually 
tailored intervention plan. In this way, it is more 
likely that the behavior-change program will be 
matched to the unique learning characteristics of 
each student. 
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Yon & Me 

A Five-Part Video Series About Educating Children Who Are 

Deaf-Blind 

Available now is the first of five videos describing the education of a 
child who is deaf-blind. This video portrays Riley Ford who is totally 
blind and has a profound hearing loss, as he attends his neighborhood 
school. 

The video describes Riley's educational program, portrays methods of 
communication and mobility, and illustrates the role of the interpreter- 
tutor. In addition, the impact of Riley's presence in the school upon 
other children is shown, together with the social network developed 
around him. 

Each video in the You & Me series, along with its accompanying publications is available at cost. Please 
make checks payable to Teaching Research Publications in the amount of $15.00 per video (handling 
and shipping included). 




To Order, write to 



Teaching Research Publications 
345 N. Monmouth Ave. 
Monmouth, CTR 97361 



Or call Teaching Research 



Ph: 

TTY: 

Fax: 



(503) 838-8792 
(503) 838-8821 
(303) 838-8150 



Videos with open captioning are 
:wnilnhle upon request. 
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National Coalition on 
Deaf-Blindness 

The National Coalition on Deaf-Blindness evolved 
as a result of the growing federal trend away from 
offering specialized services for persons who are 
deaf-blind. There appeared to be a serious risk that 
services for individuals with this low-incidence 
disability would fall under the umbrella of generic 
services for individuals with severe handicaps. 
This i.ssue brought to light the need for a national 
coalition of persons committed to the continuation 
of services and to advocate for ongoing federal 
responsibility for individuals who are deaf-blind. 

Sponsoring Organizations 

Several national organizations recognized for their 
commitment to deaf-blind services have joined to 
offer leadership in this coalition. Currently these 
include American Association of the Deaf-Blind, 
American Foundation for the Blind, Association 
for the Education and Rehabilitation of the Blind 
and Visually Impaired, Council for Exceptional 
Children - Division for the Visually Impaired, 
Council on Education of the Deaf, Council of 
Schools for the Blind, National Association for Par- 
ents of the Visually Impaired, Helen Keller Na- 



tional Center, St. Joseph's School for the Blind, 
Teaching Research, and Perkins School for the 
Blind. Leaders of these groups have endorsed the 
need for such a coalition on behalf of their mem- 
berships. 

Coalition Activities 

Activities of the Coalition have been primari ly con- 
cerned with advocacy on the federal level. This has 
included informational letters concerning the 
needs of individuals who are deaf-blind, individ- 
ual testimony to Congressional committees deal- 
ing with the issues on the handicapped, and direct 
contact with members of Congress. Two important 
activities of the Coalition will be to advocate on 
federal legislative issues, especially the re-authori- 
zation of the Individuals with Disabilities Educa- 
tion Act (IDEA), and to organize a national 
conference. 

Membership 

The current membership is comprised of consum- 
ers who are deaf-blind, family members, pro- 
fessionals in the field of education and 
rehabilitation, and other concerned citizens. If you 
would like to maintain an active involvement in 
the National Coalition on Deaf-Blindness, please 
fill out and return the attached membership form. 
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National Coalition on Deaf-Blindness 
Application for Membership 



n 



Namo: 



f iome Addross: 
Home Phono: 



Affiliated organization: 

Organization Address: 

^)rgani/ation iPhone: ~ ~ 

Prefe r red a d d ress f o r Ci>a I i t i o n ma i I i n g : I ! o m e : □ Work: □ 

I would like to request that information about the National Coalition on Deaf-Blindness be sent to the 
following person/organization who may be interested in joining. 




Name: 

Address: 



NOTE: THERE IS NO FEE REQUIRED TO BECOME A COALITION MEMBER! 

National Coalition on Deaf-Blindness 

175 North Beacon Street 

Watertown, MA 02172 

Attn: Steven Davies 

Tel: (617)072-7347 

Fax: (617) ^23-8076 

F> m a i 1 : 75 674 . 3 1 0 1 (»‘co m p u serve.com 
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National Coalition on Deaf-Blindness 



Officers: 

Michncl T. Collins 
Chair 



Joseph McMulty 
Vlce-Chalr 



Scott Marshall 
Past Chair 



Stcveti Davies 
Executive Secretary 



Sponsoring 
Organiza ttons: 

American Association 
of the Deaf-Blind 



Association for 
the Education and 
Rehabilitation 
of the Blind and 
Visually impaired 



Council for 
Exceptional Children 
Division for the 
Visually Mandicapfied 



Council for Education 
of the Deaf 



Council of Schools 
for the Blind 



Helen heller 
national Center 



national Associatiori 
for Parents of the 
Visually Impired 



national Pamily 
Association for 
Deaf-Blind 



Perkins School 
for the Blind 



St. Joseph' s School 
for the Blind 



Te.nchiny Research 



Dear Coalition Member, November 15, 

As you know, it is once again time for the reauthorization for the Individuals with Disabilities Education 
Act. Part of this act, section 307.1 1, is the part which establishes the Centers and Services for Deaf-Blind 
Childi en. We are writing to alert you that tids program may again be in jeopardy. 

You may recall that five years ago, under the last administration, we had to fight hard to keep a national 
deaf-blind program. The same threats are presenting themselves today. In November of this year a meeting 
c^f all projects funded under this authority was held in Washington, D.C. There, Judy Heumann, Assistant 
Secretary for the Office of Special Education and Rehabilitation Sendees, and Ttim Hehir, the Director of the 
Office of Special Education Programs, presented a number of ideas for this reaiithorization. One of the 
trends which they described is the desire on the part of go\ ernment to combine as many similar things 
under one program as possible. For example, for all training and technical assistance activitv to be combined 
into one program. Another trend is to eliminate most services which are set up for particular categories of 
children. 

Either of the above trends would be very difficult for deaf-blind children. The major concern is that full 
implementation of either trend could mean the end of the national deaf-blind program as we know it. No 
longer would there be such a separate, specialized set of activities to improve services for this pt^pulation. 
Whether children who are deaf-blind recei\'e any such special activities would be entirely up to the priorities 
which individual states establish. The threat is real, because the current consen ative Congress mav verv 
well agree with these recommendations. 

In the past, services under this national program have included the funding of each state’s deaf-blind 
resource center (307. 1 1 program), the support for national technical assistance activities such as TRACES and 
TAC, DB-LINK (The National Information Clearinghouse On Children Who Are Deaf-Blind), training 
activities for staff and families, preschool and transitional services for children and young adults, and many 
unique pilot and demonstration projects. Resource consultation for school districts and development of 
professional literature and training materials ha\ e historically been supported by the program. In fact, 
without the program, deaf-blind children would not be identified as such, and would ha\ e received verv 
little service \'is-a-\'is their special disabilities. Tne federal emphasis on low incidence populations such as 
deaf-blind children is necessary, or their needs will be lost. For example, no categorical funding for deaf- 
blind children will probably result in all children being taught without the benefit of any specialized 
knowledge about the handicaps. And, if deaf-blind children are not identified as such, there is no need to 
train any teachers with specialization in deaf-blindness. 

Ycnir help is urgently needed. We desperately need parents, deaf-blind petiple and teaching personnel 
to write to Dr. Heumann and Dr. Hehir to tell them how much we need a federal emphasis upon deaf-blind 
children as a special low-incidence population. It is most helpful if you can summarize what deaf-blind 
children would not be receiving if such a program did not exist. If you can, say how the program has 
benefitted you or deaf-blind children whom vou know, and indicate the need for tnir government to keep a 
natioiial focus on this population whose needs will otherwise be poorly addressed. It is also important to 
emphasize that, at the local level, deaf-blind children need much assistance and support if their specific 
learning needs are to be adequately addressed. 

Sometime around February or March, we will be conducting a similar letter-writing campaign focused 
upon the key Congressional committees. We must first await the fallout from the November election, in 
carder to determine wht^ will now be chairing these committees under the new Congress. So we will ask your 
help with this matter several times during the next few months. 

Please take the time to write to these* people at the addresses given below. Ask your friends, relatives 
and professitMial colleagues to write. V\'e want tti convey the dear message that large numbers ol people* in 
this ccumtry care abinit what happens to deaf-blind children. Also, please send us a copy of whatever \ ou 
write, so that we ha\ e a sense of the volume of responses. 

Thanks for ymir attention and assistance. We will keep you apprised of the next steps as we go through 
this year. 

Si nee rely, 

Michael T. Collins, Chairpersmi 
ji'seph McNulty, Chairpi*rsi>n 



I 




Write to: 

Dr. Judith lU‘umann, Assistant Secri'tary, Clftice ot Special I duc.itiim and KehabilitationSer\ ices. 
Maryland Ave.,SW Washington. LXJ 20202 

I )r. Tom I U‘hir, Diri*ctor. ('Office ot Spi*cial I-dueatitm Programs. I 'nited Slatt*s Departnu'iit ot Ftlueation, 
i Office ot Spi‘cial I ducati<»n anil Rehabilitation ‘ser\ ices. 400 Maryland Ave., S\V Washington. 1 K' 20202 




Rcprwtcii leO/j penuj.s.sieu ^ ^ 
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Clearinghouses in Collaboration 

Clearinghouses in Collaboration is a consortium of six 
clearinghouses funded by the Department of Education, 
Office of Special Education Programs, that provides infor- 
mation on disability-related issues. We meet regularly to 
discuss our work, our current projects, and our plans for 
future projects to ensure coordination, share resources, 
prevent duplication of effort, and avoid gaps in informa- 
tion. 

Clearinghouses in Collaboration focuses on information 
collection, referral, and dissemination. To learn more 
about these services and publications, please contact the 
individual clearinghouses. 

ERIC, Educational Resources Information Center Clear- 
inghouse on Disabilities and Gifted Education 
(ERIC EC) 

ERIC is a national information system on education, with 
a large database of journals and other print materials. ERIC 
EC, one of 16 ERIC clearinghouses, gathers, abstracts, pub- 
lishes, and disseminates information on disabilities and 
gifted education. 

ERIC Clearinghouse on Disabilities and Gifted Education 
The Council for Exceptional Children 
1^20 Association Drive 
Reston, VA 22091-138^ 

V: (800) 328-0272; V/TTY: (703) 620-3660; 

Pax: (703) 264-0494; Internet: ericec@inet.ed.gov 

NICD, National Information Center on Deafness 
NICD is a centralized resource on all aspects of hearing 
loss and deafness It maintains a database and resource 
collection on programs and ser\ ices for people who are 
deaf and hard of hearing. 

NICD 

Gallaudet L’niversitv 
800 Florida Avenue Nl: 

Washington, DC 20002-.3693 

V: (202) 651-3031; TTY: (202) 651-3052; Fax: (202) 631-5054 
I n te me t : n icd @ga 1 la u . ga 1 1 a u d e t .ed u 

NTCUCA , National Information C enter for C hildren and 
Youth with Disabilities 

Established bv Congress, NIC'HCY is an information and 
reDrral center that provides free informatiiMi on disablli- 
tiesand disabilitv-relaled issues. The focus ison education 
and children and voulh, ages birth to 22 years. 

NICIiCA 
P er Box 14^J2 
Washington, iX‘ 20013 



V/TTY: (800) 695-0285; V/TTY: (703) 884-8200; 

Fax: (202) 884-8441; Internet: nichcy@capcon.net 

DB-LINK, The National Information Clearinghouse On 
Children Who Are Deaf-Blind 

DB-LINK identifies, coordinates, and disseminates infor- 
mation related to children and youth w'ho are deaf-blind. 
Parents, service providers, administrators, and others in- 
terested in services are invited to contact DB-LINK for 
information. DB-LINK is a collaborative effort including 
the American Association of the Deaf-Blind, American 
Foundation for the Blind, Helen Keller National Center, 
Perkins School for the Blind, St. Luke's-Roosevelt Hospital, 
and Teaching Research Division. 

DB-LINK 

345 N. Monmouth Ave 
Monmouth, OR 97361 

V: (800) 438-9376; TTY: (800) 854-7013; Fax: (503) 838-8150 
Internet: leslieg@fsa.wosc.osshe.edu 

HEATH Resource Center, the national clearinghouse on 
postsecondary education for individuals with disabili- 
ties 

ElEATH provides information on educational support 
services, policies, procedures, adaptations, and opportuni- 
ties on American campuses, vocational-technical schools, 
adult education programs, independent living centers, 
transition, and other training entities after high school for 
individuals with disabilities. 

HEATH Resource Center 
One Dupont Circle 
Suite 800 

Washingtor DC 20036 

V/TTY: (202) 939-9320; V/TTY (800) 544-3284; 

Fax: (202) 833-4760; Internet: heath@ace.nche.edu 

NCPSE, National Clearinghouse for Professions in 
Special Education 

This clearinghouse pro\ ides information on recruitment 
and retention and ox'erall supply of professionals in special 
education and related professional fields, with a particular 
focus on individuals with disabilities and those from cul- 
turallv/linguistically diverse communities. It maintains a 
listing of programs of study in colleges and universities at 
both undergraduate and graduate levels, and provides 
resources for financial aid, nontraditional training pro- 
grams, alternati\ e certification, and job banks, as well as 
pro\'iding specific special education career information. 

The National Clearinghouse for Professions in Special 
I'ducation 

The Council for Exceptional Children 
192l» Association Drive 
Reston, V A 22091 

\'; (703) 264-9476; TTY: (703) 264-9480; l^ix: (703) 264-1637 
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□ I'm buried in interesting publications! Please remove my name from your mailing list. 

Name: Agency: 
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Comments 



Mark appropriate categories (3 max.) 

□ Person or parent of person who is disabled 

□ Special education (e.g., teacher, aide) 

□ Administration (e.g., Dept, of Ed., project director) 

□ Service provider (e.g., social worker, group home) 

□ Technical assistance provider 

□ Higher education teacher/ researcher 



□ Regular education (non Spec. -Ed.) 

□ Therapist (e.g., OT/PT/speech) 

□ Teacher traiiier 

□ Government person«^el 

□ Medical professional 

□ Other 
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Wha. are the markers of a good quality life? How can we contribute to the quality of a student's life 
through education? These are long-standing questions for parents and professionals alike. Regardless 
of differences in philosophy or approach, a common denominator among those interested in the public 
education of children is the desire for students' lives to be better as a result of having attended our schools; 
beyond that, there is less agreement about what constitutes quality education leading to personally and 
societally meaningful outcomes. In part, this can be attributed to the fact that what constitutes "quality 
of life" is individual, subjective, affected by context, and changes over time (Dennis, Williams, Giangreco 
& Cloninger, 1993). 

In reference to students with disabilities, various paths to meaningful outcomes have been suggested; 
some of these have included functional life skills, traditional academics, community-based training, social 
skill development and friendships, peer supports, and educational inclusion with peers who do not have 
disabilities. Regardless of your viewpoint about these or other approaches, individualization or "good- 
ness-of-fit" between how we plan and implement education is crucial to ways in which education will 
affect perceived quality of life (Schalock, 1990). Although each child shares some characteristics with all 

other children, and shares other characteristics with 
some other children, each child also has characteristics 
that are uniquely his or her own (Speight, Myers, Cox & 
Highlen, 1991). This highlights the need for individuali- 
zation as the linchpin that will link planning to meaning- 
ful outcomes. 

COACH - Choosing Options and Accorrunodations for 
Children: A Guide to Planning Inclusive Education^ 
(Giangreco, Cloninger, & Iverson, 1993) is an existing 
tool for planning inclusive education. It uses an indi- 
vidualized approach that explicitly links the selection of 
educational learning outcomes and supports to family- 
selected "Valued Life Outcomes." {See Table 7.) 



1 The version of COACH used hi/ this team ivas a prqmbhcatum version of the 
one referenced in this article, the version used was substantive!}/ the same with 
seirral editing differences. 
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1 Valued Life Outcomes 


1. 


Having a safe, stable home in which to live now and/or in the future 


2. 


Having access to a variety of places and engaging in meaningful activities 


3. 


Having a social network of personally meaningful relationships 


1 4. 


Having a level of personal choice and control that matches one's age 


5.. 


Being safe and healthy 



Table 1. Valued life outcomes 



COACH is organized into three major parts. Part 1 (Family Prioritization 
Interview) is used to identify family-selected priority learning outcomes for 
the student. Part 2 (Defining the Educational Program Components) is used 
to (a) translate the family-selected priority learning outcomes into lEP goals 
and objectives, (b) assist the full team (including the family) in identifying 
other important learning outcomes in addition to those selected exclusively 
by the family, and (c) determine general supports and accommodations to be 
provided to or for the student to allow access and participation in the 
educational program. Part 3 (Addressing the Educational Program Compo- 
nents in Inclusive Settings) is used to determine options for addressing 
students' educational program components in general education class set- 
tings and other settings with people who are not disabled (e.g., community, 
vocational) through the use of a scheduling matrix and a set of lesson 
adaptation guidelines. Studies of COACH have included an expert and social 
validation study which established COACH as congruent with exemplary 
educational and family-centered practices (Giangreco, Cloninger, Dennis, & 
Edelman, 1993) and a study of its use and impact with students who are 
deaf-blind (Giangreco, Edelman, Dennis, & Cloninger, in press). 

Case Study of Heidi 

While engaged in study of the use and impact of COACH on students who 
are deaf-blind (Giangreco, Edelman, Dennis, & Cloninger, in press), our 
attention was drawn to the experiences of a particular junior high team 
serving a student named Heidi. It seemed apparent that over the course of 
three years, changes had occurred for Heidi as judged by her family, team 
members, and, in her own way, by Heidi herself. Initially, this team had used 
COACH as one part of the process to transition Heidi from a regional special 
education classroom in a neighboring school district to her local junior high. 
While our original intention was to understand the use and impact of 
COACH, we also sought to understand more fully the changes Heidi experi- 
enced, what had been done by this team, and how the team's practices and 
subsequent actions affected Heidi's life. 

The purpose of this case study, then, is to relate one student's successful 
transition into an inclusive educational program in which COACH served as 
a supportive tool and to describe some of the ways COACH contributed to 
positive changes in her life. COACH was used in conjunction with exemplary 
practices such as collaborative teamwork, transition planning, and family- 
school collaboration. The account of this experience is based on qualitative 
data from semi-structured interviews with Heidi's mother and the special 
education teacher who served as her inclusion facilitator, site observations, 
videotaped school and work activities, a review of her lEP prior to and after 
completing COACH, and written team meeting records of the use of a 
problem-solving process to facilitate educational inclusion. 
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Heidi and Her Team 

At the outset of Heidi's transition she was a 14- 
year-old student with significant vision and hear- 
ing impairments, the oldest of three children living 
with her parents, Jean and Dan Knutson, brother 
Jamie, sister Beth, cats, and goldfish in a small 
town in Vermont. For most of Heidi's life she had 
been a student in a regional, self-contained, special 
education class of six students, most of whom were 
labeled "severely and/or multiply disabled." This 
regional classroom was located over 20 miles from 
her home. Her mother (co-author) tells us more 
about Heidi; 

When asked to describe Heidi, I thought it would 
be easy, but there is no one word that does 
that... . Professionals say she is mentally re- 
tarded, deaf, visually impaired, and non-verbal 
due to TORCH Syndrome. Her brother and sis- 
ter lovingly call her 
‘high tech Heidi,’ once 
she has on her cataract 
glasses, both hearing 
aids in and is hitched up 
to her FM unit. To her 
Dad and 1 she is a curly- 

haired teenager, persistent, happy, challenging, 
frustrating, difficult (at times), puzzling, and won- 
derful: full of surprises! All in all, we feel very 
lucky to have her as she has taught us all that 
nothing is impossible and to never take the little 
things in everyday life for granted. 

Hr idi's Individual Student Planning Team con- 
sisted of a core of people who interacted with her 
on a regular basis. These included her parents, 
special education teacher, inclusion facilitator, 
speech language pathologist, consultant for the 
deaf and hard of hearing, paraprofessional, and 
general education teachers (e.g., eighth grade sci- 
ence and art teachers). As Heidi's program devel- 
oped, a group of her peers participated in team 
activities. Extended team members, who inter- 
acted with Heidi less frequently included an itin- 
erant teacher of the blind and visually impaired, 
an occupational therapist, a physical therapist, and 
later, an employment specialist. Heidi's team re- 
ceived intermittent technical assistance from mem- 
bers of the Vermont State I-Team (Rainforth, 
Giangreco, York & Smith, in press). 

Transition Preparation 

Heidi's team began the transition process well be- 
fore the move to her local junior high school. Dur- 
ing the winter prior to the move, several meetings 
were held between the sending team, Heidi's fam- 
ily, and the receiving team at the junior high 
school. During these meetings information about 



Heidi's strengths and needs was shared and kept 
in the forefront of discussions as staff began to 
develop ideas for her program and schedule for the 
fall. These meetings gave the junior high person- 
nel a chance to learn about Heidi and gave her 
parents a chance to get to know people who would 
serve as Heidi's team in the junior high school. 
Members of the junior high team also made several 
visits to observe Heidi in her special education 
class. At the same time Heidi's mother observed 
classes at the junior high school. Recognizing the 
importance of preparation not only for Heidi and 
her team, but also for the teachers and students in 
the junior high school, the special educator on the 
junior high team described these activities: 

In order to create a truly welcoming environment 
for Heidi, we knew we also needed to involve the 
eighth grade teachers and the students who 
would be her classmates 
the next year. In May, a 
home economics 
teacher, special educa- 
tion teacher, and the in- 
clusion facilitator held an 
informal after-school 
meeting with the eighth 
grade teachers. During this meeting, we pro- 
vided the teachers with information about Heidi 
and asked for their input into the steps that 
needed to be taken before September. The 
teachers indicated that the information needed 
to be shared with the current seventh grade, that 
Heidi should have opportunities to visit the 
school, and that a core group of peer buddies or 
tutors should be identified. In order to reach the 
entire seventh grade class, the teachers decided 
that the information should be presented in Eng- 
lish classes. These presentations were to in- 
clude information about inclusion, about severe 
disabilities, as well as information about who 
Heidi was. During the presentations, which took 
place in May, opportunities were provided for 
students to volunteer to greet and meet Heidi 
when she visited, and to serve as buddies or 
tutors the next year. 

Follow-up was provided during the first week of 
school in the fall with students and teachers with 
whom Heidi would spend her school day. Infor- 
mation shared at this time was more detailed and 
specific so that Heidi's classmates could learn 
about her strengths and needs, her unique sensory 
characteristics, and her expected learning out- 
comes. They also learned strategies for communi- 
cating with Heidi and discussed ways in which 
they might help to make Heidi feel welcome as a 
part of the class. This type of orientation to class- 
mates was to bo presented to each new class in 
which Heidi participated. 



''To her Dad and I she is a 
curly-haired teenager.. .full 
of surprises!" 
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Educational Program Planning 
Pre-COACH Experiences 

Though lEP planning was not new for Heidi's 
team, planning an lEP for an inclusive education 
program in a junior high was new. When asked 
about lEP planning before using COACH, Heidi's 
mother described attending meetings where she 
would be presented with a list of things that the 
special education teacher thought should be 
worked on. She would be asked if there was any- 
thing that should be added. As the mother said, 
"They would make up the lEP where I could add 
to or take from . . . they always welcomed what I 
had to say or what I really wanted for Heidi." As 
many parents do, Heidi's parents found them- 
selves deferring to the professionals' selection of 
goals and went along with the plan presented to 
them. The resulting lEPs typically contained long 
lists of annual goals and short-term objectives, in- 
cluding several submitted independently by re- 
lated service providers for motor and 
communication skills. This scenario, while typical 
and well-intentioned, did not provide the family 
with adequate input into the educational planning 
process and left the team with a large number of 
fragmented goals that had an unknown relation- 
ship to changes in valued life outcomes for Heidi. 

Educational Program Planning 
Using COACH 

Prior to using COACH, each of the core team mem- 
bers familiarized themselves with the COACH 
manual. They made sure that all team members 
were in agreement with COACH'S basic assump- 
tions and agreed to use it to plan Heidi's lEP with 
technical assistance and guidance provided by a 
member of the Vermont I-Team. The team's first 
use of the COACH was in September of her first 
year at the junior high school (eighth grade). Dur- 
ing the Family Prioritization Interview (Part 1), 
valued life outcomes and family-selected priority 
learning outcomes were identified and sub- 
sequently restated as lEP goals and objectives. The 
team used Part 2 of COACH to identify additional 
learning outcomes and general supports to fill out 
Heidi's educational program. With Heidi's new 
lEP in hand, the team turned to the task of imple- 
menting the lEP in the context of a regular eighth 
grade day, including the development of instruc- 
tional strategies and adaptations. 

As the year progressed, the team reached consen- 
sus on roles and responsibilities of related service 
providers and used the scheduling matrix in Part 
3 of COACH to identify places and times in the 



eighth grade schedule where Heidi had opportu- 
nities to address her goals. The team used vari- 
ations on the Osborn-Parnes Creative 
Problem-Solving process as a strategy for generat- 
ing ideas for successful inclusion in regular class 
activities (Giangreco, Cloninger, Dennis & Edel- 
man, 1994). These strategies culminated in a pro- 
gram that capitalized on opportunities in the 
eighth grade Life Science class and 3D Art class. 
The rest of Heidi's schedule included physical edu- 
cation, a school job with classmates, community- 
based instruction with classmates, individual 
instruction in food preparation, lunch, and a time 
in which to engage in recreation and leisure activi- 
ties with classmates. 

Heidi's special educator reflected on her progress 
that first year at the junior high school: 

While the team focused on lEP development and 
implementation, they also continued to address 
day-to-day issues related to personal care, be- 
havior management, materials and equipment, 
staff training, schedule changes, following spe- 
cial education regulations, etc. Although the 
team had decided to begin each team meeting 
with a 2-minute success statement, it wasn’t until 
a Transition Planning Meeting in May that we 
took time to really recognize all the progress that 
Heidi had made. In the area of communication, 
Heidi was improving on her ability to focus on 
people when they communicated with her. She 
was using more picture symbols and making 
more requests. She had also greatly improved 
her ability to maintain appropriate behavior. 
Through her art class, phys. ed. class, and the 
time she spent with classmates, she had devel- 
oped new leisure activities. In the area of voca- 
tional skills, Heidi had two school jobs. She had 
shown dramatic increases in independence on 
both jobs, and was beginning to self-correct er- 
rors. In the area of personal management, Heidi 
had begun to make her own lunch and was 
getting around the school with increasing inde- 
pendence. 

Heidi's lEP for her freshman year was also gener- 
ated using COACH. During that Family Prioriti- 
zation Interview, three of the five valued life 
outcomes from COACH were identified by her 
mother as important for Heidi for the coming year. 
They were (a) having a social network of person- 
ally meaningful relationships; (b) having a level of 
choice and control that matches one's age; and (c) 
accessing a variety of places and engaging in 
meaningful activities. As a result of the Family 
Prioritization Interview, Heidi's mother selected 
the following overall priority learning outcomes to 
be addressed for the coming school year: 

1. Follows instructions 

2. Works independently at a task 



3. Shares leisure activities with others 

4. Summons others 

5. Follows school routine 

6. Maintains appropriate behavior 

7. Makes requests 

8. Participates in individual leisure activities 

How is Heidi’s Life Better? 

Heidi's educational records document the pro- 
gress and attainment of goals and objectives re- 
lated to the eight priorities on her lEP. But the real 
question we want to ask is whether her life has 
been made any better. Is there an impact on the 
valued life outcomes selected at the outset of the 
COACH process? Has she grown in her personal 
relationships with peers? Does she have any 
greater independence that would match that of a 
15-year-old? Is she able to go places and do mean- 
ingful things in her conununity? Interviews with 
Heidi's mother and special educator provide some 
of the answers: 

• Previously a paraeducator or other adult went 
with Heidi into the community (e.g., grocery 
store, horseback riding); now she goes with 
friends her own age and the paraeducator is in 
the background. 

• Other kids used to say "Oh, what's wrong with 
her?" Now kids know her and treat her as they 
do their other classmates. 

• Ownership about finding ways to include Heidi 
shifted from professionals exclusively, to her 
classmates and peers who used creative prob- 
lem-solving to help plan for her ongoing inclu- 
sion. 

• "She interacts more with her brother and sister 
at home. She's interested in what's going on!" 
(mother) 

• "In her own way I think she knows she's in- 
cluded and that she's with normal kids. She's 
doing things they're doing and they're includ- 
ing her." (mother) 

• "Other students are real interested in how they 
can communicate with her better. They genu- 
inely care about what they're doing and want to 
do what's best. It's not like they're getting extra 
credit for it. It's just voluntary." (mother) 

• In art class, "They put her right in the middle. If 
she needs something, if she needs help opening 
paint, for example, she'll tap one of the other 
kids and hand them the jar. And they've been 
as excited as I have. 'Hey Heidi wants me to 
open it. She asked me to do it!'" (mother) 



• "You know she's not considered the different 
one in art class. They just greet her like 'Hello 
there Heidi. How ya doing?' " (mother) 

• Heidi had her first job at MacDonald's and was 
very proud to bring home a paycheck. 

• Che dresses herself every morning to get ready 
for her job independently. She participates in 
making her own breakfast, clearing the break- 
fast taWe, making her own lunch. Her mother 
remembers, "If she just let me dress her and not 
throw a fit, I was happy!" 

• Bowling used to involve hand-over-hand help. 
Now she bowls with friends who came up with 
the idea of using "lane bumpers" so physical 
assistance isn't needed. She has learned to take 
turns and knows that you don't just get up and 
bowl at any time. "It's just like any four kids 
who are out bowling!" (mother) 

• People in the community know her more. 
Checkers at the grocery store, people at church, 
kids at school that aren't friends of Beth or Jamie 
(Heidi's sister and brother) come up and greet 
her. 

• She's learned from imitating her classmates to 
be quiet when others are quie t. This has enabled 
her to worship with her family. 

The combination of aforementioned events led to 
Heidi exhibiting a more positive affect and greater 
self-esteem. "I think she's happier" her mother, 
Jean, comments, then offers what she supposes 
might be running through Heidi's mind: "There's 
a lot of things I can do after all and I'm having a 
good time doing them!" While an intangible such 
as happiness is probably impossible to measure, it 
is not so difficult to recognize, especially by a 
parent. Jean recalled a day when Heidi brought 
home her paycheck. When Jean opened her back- 
pack and asked "What's this?" Heidi signed, 
"want" and took it and put it in her room. In 
talking with visiting relatives who didn't know 
about Heidi's job, she suggested to Heidi that she 
show them her uniform and brought it out. "I got 
that out, I mean she was all smiles like, 'yeah, this 
is mine and I wear this when I go to work.' She 
was really tickled." 

Future-Mindedness, Risk-Taking and 
Expectations 

For Heidi's parents, using COACH and having 
their daughter involved in the local junior high 
school resulted in changing perspectives. Looking 
farther into Heidi's future than ever before meant 
challenging their own current expectations of 
Heidi's progress and growth and taking risks. 
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When asked about expectations for Heidi after 
graduation, Jean reflected on her past and current 
points of view. 

Jean: I wasn't even thinking about a job. What 
could Heidi do? I felt bad thinking the worst, 
but I thought if she'd only learn that when she 
takes her coat off she should hang it up or to 
act appropriately depending on where she is. 

Intervieioer. Did you see her in some kind of special 
ed. day program? 

fean: Yeah. Maybe some peers would come into 
the classroom but not with her being in the 
minority like she is here. 

Intervieioer: How have your expectations 

changed? What direction are you headed 
now’? 

fean: You know', working, supported work. I can 
see that. 

When asked if she felt there was a relationship 
between Heidi's gains and successes to the team's 
use of COACH she replied: "Yeah, I think so be- 
cause when we made that out it was considering a 
big part of her life. I mean the future. Not just 
what do you want her to accomplish by the time 
eighth grade is over." Confidence in going after 
what she really wants to see for Heidi meant taking 
risks. She began saying, "Yeah, I would like her to 
have a job and live on her own with a support 
person. I just learned to say those things and then 
plan for it. You know if you don't start now you 
can't wait until the day before she graduates and 
say now I want her to go work somewhere. With 
Heidi we don't know. I learned it's better to plan 
big. You don't know until we try things." 

"Trying things" paid off for Heidi. For example, 
pulling back on the paraeducator's one-on-one as- 
sistance when Heidi was v/ith peers and letting 
natural supports take their course paid off for her. 
No one could have predicted that Heidi would 
follow the models of her peers for such things as 
turn-taking in bowling or quieting when her class- 
mates are taking a test or when her family is in 
worship, but she did! Expectations were raised 
regarding what Heidi might be capable of attain- 
ing because of a willingness to take some weU- 
planned and monitored risks to try new 
approaches and new activities. 

Heidi's story is worth telling. Good things hap- 
pened for her over these three years, some care- 
fully planned, some unexpected. Her recent 
experience has improv'ed the quality of her life ns 
judged by her family, and other team members 
agree. The positive outcomes for Heidi can be 



attributed to many exemplary practices including 
a strong home-school partnership with parents as 
team members, finely tuned collaborative team- 
work practices, effective communication strate- 
gies among team members, and regular planning 
and revision of schedules, activities, or instruc- 
tional approaches based on ongoing assessment. 
COACH was a tool used to initiate the develop- 
ment of an lEP that had valued life outcomes as the 
foundation. COACH was a major factor in chang- 
ing perspective of parents and other team mem- 
bers about Heidi's abilities and about where she 
would or could go in the future and allowing the 
parents to consider the "big picture." 
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Children Who Aie Deaf-Blind: 

A “National interest Requiring 
National Action” 

John Reiman 

Teaching Research Division 
Western Oregon State College 

President Clinton, in his recent State of the Union 
reference to the role of the federal government in 
domestic policy, cited "national action in the na- 
tional interest" as one way of defining federal re- 
sponsibility. With full awareness of the 
impending extinction of OSEP's heretofore con- 
certed effort to serve children who are deaf-blind, 

I realized upon hearing this that we in the deaf- 
blind community (people who are deaf-blind, their 
families, and the professionals who serve them) are 
faced with a herculean task. WE must define and 
defend for the nation's leaders — and in short or- 
der — how the currently mandated (IDEA - Section 
622) and structured (Services for Children with 
Deaf-Blindness Program) federal program to chil- 
dren who are deaf-blind serves national interests. 
We must vigilantly await the soon-to-be disclosed 
details of how proposed executive and legislative 
changes will affect the federal deaf-blind ser\dces 
program. Then, equipped with what we know and 
feel, we must write and speak out to ensure the 
program's integrity and vitality. 

A raging bipartisan executive and legislative "re- 
duce government" juggernaut threatens to erase 30 
years of progress in the evolution of services to 
children who are deaf-blind and return us to the 
dark ages of state 
and local choice. As 
the plan appears to 
be unfolding, the 
choice as to whether 
and how to serve 
these children will 
basically fall to the 
states; this choice, if 
the past can instruct 
us, does no more 
than to marginalize 
hope for a bright future. We are assured by De- 
partment of Education (DOE) leaders that their 
basic commitment to children who are deaf-blind 
is intact and that a "base funding floor" exists in 
the foundation of the future to make good on this 
commitment. Assurances lead us to believe that 
DOE is devoted to these children's (and their fami- 
lies') learning and service needs. Recent rum- 
blings from Washington, however, raise serious 
questions as to the substance and integrity of such 
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assurances. Will the plank consist of more than 
"lip-service," simply suggesting to newly homoge- 
nized technical assistance centers and broad-scope 
researchers that they not forget these children? 
Will the $12.8 million currently dedicated to chil- 
dren and youth (birth-21) who are deaf-blind, fall 
prey to the de-categorization frenzy that homoge- 
nizes cross-disability distinctions and service pro- 
gramming? Will the identity and unique needs of 
children who are deaf-blind be down played or 
lost? In fact, to be sure that the "base floor" has 
substance and winds-up as more than window 
dressing, we — the deaf-blind community — need 
to be heard. And, to repeat, what we need to 
articulate is how and why continuation of the De- 
partment's dedicated program for our country's 
10,000 children who are deaf-blind is in the na- 
tional interest. 

First, although it may not play well in today's 
political arena (where too many see disadvantage 
as self-inflicted), it is in our national interest to 
protect and enhance the lives of young citizens, 
who by virtue of not being able to see and hear, 
frequently experience isolation and require ex- 
traordinary support. It is in our national interest, 
as humans and as a people, to recognize and re- 
spond to one another's human needs, not as a 
reflection of some noble altruism or paternalistic 
patronage, but simply because we care. Yet some- 
how, this caring threatens to become lost in our 
zeal to re-invent government. When we hear 
House Speaker Gingrich speak out against the re- 
cent excesses of federally funded "economic and 
social nannyism," many of us reflexively resolve to 

rid our lives of gov- 
ernment. But for 
many children who 
are deaf-blind, to rid 
their lives of the fed- 
eral government 
would be to rid their 
lives of the only 
identifiable and ac- 
countable resource 
with adequate 
means to make a real 
difference. Specifically, the federal government, 
through the U.S. Department of Education's Serv- 
ices for Children with Deaf-Blin<iness Program, 
cares to the tune of $12.8 million. Remove these 
dollars or float them into overall programming for 
children with disabilities, and active caring that is 
capable of making a difference in the life of a child 
who is deaf-blind will be replaced by the benign 
neglect characteristic of approaches of the early 
1900s. 

I-S ■ ■ 



"...it is in our national interest to 
protect and enhance the lives of 
young citizens, who by virtue of 
not being able to see and hear, fre- 
quently experience isolation and 
require extraordinary support" 
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Cost-beneficial fiscal allocation constitutes a sec- 
ond national interest. Dollars appropriated by the 
Department of Education's presently concerted ef- 
fort serves that interest very well. Deaf-blind-spe- 
cific research and demonstration projects, 
technical assistance, teacher training, and informa- 
tion and referral projects, all help advance the 
quality of services by increasing the knowledge 
base. To the extent the knowledge base expands, 
more and better programs can be developed. In 
turn, better programs mean that more people who 
are deaf-blind, as they become adults, will be better 
equipped and require less costly services and in- 
terventions to cope both with crises and daily life. 
These adults, provided with sufficient opportunity 
to transcend disability by maximizing their abili- 
ties, have a greater likelihood of becoming contrib- 
uting citizens. If the 
present federal focus 
on deaf-blindness is 
eliminated or di- 
luted, any monies 
saved will likely be 
paid out many times 
over to fund costly 
service and interven- 
tion requirements of the future. Deaf-blindness is 
simply too significant a disability for many who 
have it to function without assistance. We can 
smartly choose to empower now, through sound 
educational programming, young people who are 
deaf-blind to prepare them for adult life, or, igno- 
rantly, we can believe that an ostrich-approach is 
viable. Our national interest, and indeed our na- 
tional coffers, are best served by proactive ratheir 
than reactive national action. To dilute, violate the 
integrity of the Services for Children With Deaf- 
Blindness Program, would, in addition to boding 
poorly for the future, severely compromise and 
undermine expensive gains of the past. 



in our national interest to address the multitudi- 
nous needs of families with children who are deaf- 
blind. To this end, a significant portion of the 
Department's deaf-blindness program monies 
have been targeted toward decreasing the isolation 
of families by increasing their relationships with 
each other and with the professional community. 
Success in this vein inevitably means that children 
will be more likely to remain with their families 
instead of becoming institutionalized. And, as if 
this in itself were not sufficient reason for DOE to 
continue its focus on the family, imagine the im- 
mense cost effectiveness of cultivating committed 
and ready-to-work parents as knowledgeable ad- 
vocates, skilled service providers, and resources 
for professionals! Should DOE trim or abandon its 
budding partnership with parents of children who 

are deaf-blind, hope 
would be lost for the 
eventual blossoming 
of this long-nurtured 
resource. If we define 
"in as our national in- 
terest" increased fam- 
ily cohesion and 
viability as the pri- 
mary unit for support, we are compelled to back 
up this interest with national action. 

A fourth national interest is served by honoring, 
through action the American values of opportu- 
nity and quality of life to which every citizen who 
is deaf-blind has an equal birthright. Action, in 
this case, means elevating these values beyond 
empty rhetoric to the level of real programs of 
assistance — like those programs historically sup- 
ported by the Services to Children with Deaf- 
Blindness Program. A global market economy and 
a world-class educational system will be hollow 
victories if some Americans become casualties of 
their lost vision and hearing. 



"...if states assume responsibility 
for serving children who are 
deaf-blind, and if they do it well, 
the overall cost to American tax- 
payers may well increase." 



An additional factor related to cost effectiveness is 
the near certainty that if states assume responsibil- 
ity for serving children who are deaf-blind, and if 
they do it well, the overall cost to American tax- 
payers may well increase. Services duplicated in 
every state will cost a great deal more than does 
the current delivery structure in which expert as- 
sistance crosses state lines and information is na- 
tionally collected, organized, and disseminated. 
Because of each state's low incidence of children 
who are deaf-blind, there will be a duplication of 
ser\'ices, a duplication that would require the indi- 
vidual taxpayer in each state to pay a larger share 
of the costs. 



In short, we must make the case that the Services 
to Children with Deaf-BIindness Program is vital 
to our national interests. Monies historically des- 
ignated for this program should be deemed sacro- 
sanct. They should be subject neither to the 
momentary frenzy toward disability homogeniza- 
tion, nor to illusory thinking about cost ineffective- 
ness. Planners of the new millennium's promise of 
a "healthier and more just America" must quickly 
be brought to the realization that children who are 
deaf-blind, their families, and the professionals 
who serve them warrant national action commen- 
surate with their presence as a national interest. 



Third, amid a national clamor to strengthen the 
focus on our families and their values, it is clearly 
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Let’s Have an Institute 

Cheryl R. Kennedy 
University of Pittsburgh 

Bruce A. Dalke 

Western Oregon State College 

One of the greatest challenges facing those who 
provide state and multistate services for children 
who are deaf-blind (34 CFR 307.11 grantees) is 
providing information and training to families and 
service providers about effective education prac- 
tices. With increasing inclusion of children who 
are deaf-blind into community schools and other 
community-based activities, a growing number of 
individuals need information about the unique 
educational needs of these children and instruc- 
tional technology to meet these needs. 

With technical assistance to public and private 
agencies and organizatioiis who serve children 
who are deaf-blind and their families as a primary 
mission, 307.11 Project personnel use a variety of 
methods to provide information to these groups. 
Since preservice (i.e., college/university course 
work) touches only a small percentage of the indi- 
viduals in the service provider workforce, inserv- 
ice training approaches are prevalent. Among 
these approaches, inservice training activities, usu- 
ally identified as "institutes," are a popular choice. 

The planning and conducting of an institute can 
sometirries be a frustrating experience. Substantial 
amounts of time, effort, and funds are often com- 
mitted, only to find later that impact has been 
limited. The purpose of this article is to share 
various strategies and insights identified by 
TRACES and 307.11 Project personnel on how they 
currently plan and conduct institutes. The infor- 
mation included is not intended to be an exhaus- 
tive presentation of strategies; rather, it highlights 
strategies shared by the 307.11 Project personnel. 

Identification of Needs 

When institutes are viewed simply as isolated ac- 
tivities, when not enough attention is given to how 
or where the training fits within the overall plan of 
service, results are limited. Such frustration may 
be avoided in the planning phase when attention 
is given to intended outcomes of the training insti- 




tute as they relate to the vision/ mission of the 
project. Successful institutes result when planners 
systematically begin their planning by identifying 
statewide needs, potential participants, and stated 
outcomes. This task should occur prior to identi- 
fication of consultants, agenda items, or the selec- 
tion of format. 

Planning Committee 

Another successful strategy is to involve appropri- 
ate stakeholders in the planning process. TWs may 
be accomplished through the formation of an insti- 
tute committee composed of those who are likely 
to benefit from an effective institute. Members of 
the committee are requested to make a year-long 
commitment for consistent involvement from 
planning stages to the completion of the institute. 
Committee members may include members of the 
advisory committee of the 307.11 Project; repre- 
sentatives from institutions of higher education, 
who may assist in acquiring graduate level credit 
for participation; representatives of state depart- 
ments of education, who may secure continuing 
education units for participants; parents, who may 
assist in validation of service needs; and repre- 
sentatives from the state-level CSPD committee for 
coordination of inservice and preservice training 
institutes. 

Logistics 

Attracting participants to a summer institute can 
be difficult due to summer vacation plans, commit- 
ments to work extended school year programs; 
and the needs of families and service providers to 
relax and re-energize for the upcoming school 
year. Reasons such as these have led some project 
personnel to schedule an institute in fall, winter, or 
spring. For other projects, an alternative has been 
to offer a series of shorter (e.g., three-day vs. a 
week-long) institutes throughout the school year. 
For example, the following series of institutes ti- 
tled, "Staff Development Opportunities for Indi- 
viduals Working with Students with 
Deaf-Blindness," was offered. 

Institute #1 - Summer Institute 

Content: Overview of basic anatomy of the audi- 
tory and visual system, etiologies of hearing and 
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vision loss, functional hearing and vision evalu- 
ations and implications for instruction. 

Institute #2 - Winter Institute 

Content: Overview of orientation and mobility 
strategies for individuals with deaf-blindness and 
implications for instruction. 

Institute #3 - Spring Institute 

Content: Overview of communication intervention 
for individuals with deaf-blindness and implica- 
tions for instruction. 

These institutes were offered in three different lo- 
cations across the state to ensure statewide avail- 
ability for participants. Several project personnel 
addressed this same issue of statewide availability 
through replication of the institute in various loca- 
tions across a state. 

Team Attendance 

Some projects have found great success in promot- 
ing team attendance (e.g., two or more staff mem- 
bers from the same school building or district). 
Attendance at an institute typically involves only 
one person who then returns to attempt to incor- 
porate new knowledge or implement new skills. 
Working merely from notes and materials, the in- 
dividual, essentially, is working in isolation. It is 
no wonder limited implementation results. The 
teams, on the other hand, appear to have a much 
greater potential for iniplementing content infor- 
mation along with process strategies and, there- 
fore, creating positive impact. 

Follow-up Activities 

Limited implementation of strategies and informa- 
tion by participants following their attendance at 
an institute may be due in part to "hit and run" 
style institutes. An example of a hit and run insti- 
tute is (a) a presentation of strategies related to 
content without information on how to incorpo- 
rate those strategies into existing instructional pro- 
grams and school site structures, and (b) follow-up 
is not conducted to assist in the implementation of 
strategies presented during the institute. The ex- 
pectation that participants can implement strate- 
gies upon return to their schools, agencies, or 
communities without additional support is faulty. 
Without follow-up results vary from partial imple- 
mentation to time-limited implementation of 
strategies to no implementation at all. 

Since including follow-up technical assistance ac- 
tivities into the action plan can lead to increased 
impact and achievement of meaningful outcomes, 
providing follow-up strategies becomes an essen- 



tial part of the planning process. Past institute 
participants found the following follow-up activi- 
ties beneficial. 

• On-site consultation with a mini-inservice 
training session (i.e., a follow-up site visit by a 
consultant with feedback on the 
implementation of the action plan goals 
combined with a presentation to supplement 
content information presented during the 
institute) 

• On-site consultation (i.e., a follow-up site visit 
by a consultant with feedback on the 
implementation of action plan goals) 

• Videotape review consultation (i.e., follow-up 
technical assistance conducted through 
consultant review of a videotape provided by 
the participant. The consultant provides the 
participant with written feedback on the 
implementation of the action plan goals) 

Application and Practice 

The opportunity to learn through application, 
practice, and immediate feedback is another ap- 
proach that produces implementation and impact. 
Conducting an institute that incorporates practice 
requires careful planning. The institute will need 
to coincide with the school year so an appropriate 
practice site will be available. Practice-based insti- 
tutes often produce an unexpected benefit for the 
training site in the form of accommodating the 
needs of additional children and service providers 
due to the instruction available. 

Action Plans 

Finally, 307.11 project personnel agreed that the 
creation of a clearly contracted action plan by par- 
ticipants was an effective approach to ensuring 
post-institute implementation. An action plan 
provides information on (a) what knowledge and 
skills presented at the institute are planned for 
implementation, (b) the anticipated outcomes, (c) 
how the implementation is progressing, (d) who is 
involved in the implementation, and (e) how long 
it takes to be implemented. It was noted that ac- 
tion plans should be developed as an ongoing 
process during an institute. Action plans often 
require refinement and it is better to have this 
occur during the institute than as the concluding 
activity of the institute. This ongoing process pro- 
vides participants the opportunity to plan with 
other team members, to network with other par- 
ticipants attending the institute, to receive feed- 
back from the presenter and other participants, to 
embed optimal types and times for follow-up tech- 
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nical assistance, and to plan a process for evalu- 
ation of progress. A clearly developed action plan 
will support the implementation of information 
presented during the institute. 

Summary 

In summary, we suggest that effective strategies 
include early articulation of goals, careful selection 
of planning committee members, attention to lo- 
gistics, encouragement of team attendance, inclu- 
sion of follow-up activities, inclusion of 
opportunities for practice, and the formation of 
action plans. The foregoing is not an exhaustive 
list, nor have these strategies all been used at the 
same time. However, we submit that attention to 
them can result in an institute that is more likely to 
be successful. 

TRACES (Teaching Research Assistance to Chihlren Exfyerimcing Sensory 
Impamtiettts) is funded through Cooperative Agrccnimt No. H025C30001 
by the U.S. Department of Special Education, 05ERS, Special Education 
Programs. The opinions and policies cx}7resscd by TRACES do not necessarily 
reflect those of the U.S. Department of Education. 
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TRACES Regional Reports 

Noi<riii;Asr .-wu North Central Regions 

States in the North Central and Northeast TRACES 
regions are participating in a planning process to 
address issues related to Usher Syndrome. A 
meeting scheduled for September, 1995, will ad- 
dress the development of effective screening prac- 
tices within states. Dr. Sandra Davenport, 
personnel from deaf-blind projects, and fainilies, 
and adults with Usher Syndrome will present at 
the September meeting. TRACES regional coordi- 
nators will work with states to develop action 
plans to strengthen screening processes. Long- 
term outcomes related to educational planning for 
students with Usher Syndrome will also be in- 
cluded in the planning process. 

Preliminary survey results of 12 state and multis- 
tate projects indicate that students with Usher Syn- 
drome are educated in a variety of settings, 
including regular classrooms, resource rooms, 
separate classrooms, separate schools, private 
schools, and public residential schools. Nine of the 
twelve state and multistate projects reported that 
there currently is no formal statewide process for 
identification of Usher Syndrome. However, 
many states arc in the early stages of developing a 
screening process and have goals related to Usher 
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Syndrome embedded within their grant activities. 
At least one of the states that responded to the 
survey has a statewide and systematic screening 
process. 

Additional issues are being identified, including 
the awareness that many students with Usher Syn- 
drome are often not included n a state's annual 
deaf-blind census. The group will explore this 
issue and others to identify strategies which will 
help ensure that needed services are in place for 
students with Usher Syndrome. 

If you would like more information, please call 

Juli Baumgarner 
(412) 648-1424 or 

Cheryl Kennedy 
(412) 648-7176 

Great Plains Regional Alliance 

The states of Minnesota, North Dakota, South Da- 
kota, Wyoming, a^d Montana have formed the 
Great Plains Regional Alliance in a collaborative 
effort to address the needs of Native American 
children who are deaf-blind and their families. 
These states include reservation land of the Lak- 
ota/Dakota Indian Nation. Meetings and confer- 
ence calls of the member states have resulted in a 
four-year plan that is incorporated within each of 
the states' grant activities. Immediate goals in- 
clude establishing linkages with the Native Ameri- 
can communities and others who serve the 
communities. Members are sharing successful 
strategies that may be adopted across states and 
will develop public awareness materials to pro- 
vide information to more rural areas. 

If you have suggestions or would like more infor- 
mation, please call 

Juli Baumgarner 
(412) 648-1424 or 

Phyllis Graney 
(605) 224-9554 

Western Region 

States in the Western Region are collaborating to 
address transdisciplinary assessment resources. 
Work initiated through participation in California 
Deaf-Blind Project's Pilot Project (TEAM) has con- 
tinued at the individual state level. 

In California, materials have been developed and 
teams have been trained from districts in the 
Northern, Central, and Southern Regions which 

5V 

11 



Spring 1995 




have collectively assessed over 50 children who are 
deaf-blind. 

In Arizona, the transdisciplinary team has devel- 
oped replication materials for districts, assessed 
two children in their home school, trained one 
district team, and has four districts waiting for the 
training. 

In Nevada, one school age team was trained, 14 
children received functional vision and hearing 
screening, 2 children received transdisciplinary as- 
sessments, and training has begun with a team 
specializing in infants. 

In Idaho, one team was trained, 19 children re- 
ceived functional vision and hearing assessments, 
and 4 children received transdisciplinary assess- 
ments. 

In Montana, eight children received functional vi- 
sion and hearing screening. 

Through this collaborative process, a consistent 
knowledge base was developed across the many 
individuals representing the states. Individual- 
ized models were then developed, based on the 
states' needs and resources. Inherent to this proc- 
ess has been the ongoing collaborative attitude of 
all the participating states as they have molded 
their own transdisciplinary assessment resources. 

If you would like more information, please call 

Paddi Henderson 
(503) 838-8775 



Puerto Rico 

Providing consultation and resources to teachers 
of students who are deaf-blind and who live in 
remote areas is often difficult. The Puerto Rico 
Deaf-Blind Project and TRACES have begun a 
video exchange program to provide teachers on 
the island with consultation. Video tapes of the 
teachers and students are taken, with teachers add- 
ing information or questions as needed. These 
tapes are then sent to consultants who view the 
tapes, make recommendations and comments, and 
then send the tapes back to the teachers. As teach- 
ers review the tapes and implement any recom- 
mendations, the tapes are revised with new 
footage of the class and teacher comments. 
Through this video exchange, a library of best 
practices can be developed which can be accessed 
at any time. 

If you would like more information, please call 

Toni Waylor Bowen 
(404) 651-4089 



Northeast Region 

The strategic planning meetings that occurred in 
the Northeast Region of TRACES identified a need 
to examine training models. Participants from the 
New England Center, Rhode Island, and Vermont 
discussed the use of the INSITE inservice training 
model for early intervention service providers. 
The appeal of the INSITE training model is in its 
focus on family-centered delivery of services. 

Recently, personnel from TRACES and these 
307.11 projects collaborated in planning a regional 
training workshop using the INSITE training 
model. This workshop titled, "A Model of Home 
Intervention for Infant, Toddler, and Preschool 
Aged Children with Multiple Disabilities and Sen- 
sory Impairment," is scheduled to occur July 10-14, 
1995. Tracy Evans-Luiselli, 307.14Pilot Project Co- 
ordinator for the New England Center and one of 
the certified national trainers of the INSITE model, 
will provide some of the training. The remainder 
of the training will be provided by staff from Ski- 
Hi Institute, Utah State University, Logan, Utah. 

Participants who attend the INSITE training work- 
shop will learn about the delivery of effective 
home programs for children who have dual sen- 
sory impairments. 

INSITE training objectives for participants include 
becoming familiar with and gaining basic knowl- 
edge about the following: 

• The rationale for early home intervention 

• The characteristics and needs of children and 
families 

• The role and characteristics of the parent 
advisor 

• How to work with families in the home 
environment, convey information and teach 
skills via modeling 

• Multiple Insite curricular areas 

• An overview of the variety of support services 

• An overview of the variety of resource materials 

The time commitment for participants will be sub- 
stantial, but the opportunity to network with col- 
leagues both within and across states, while 
gaining knowledge and skills related to service 
delivery, will be significant. 

For further information regarding the Northeast 
regional INSITE activity please contact 

Lisa Jacobs 
(617)972-7517 
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Oklahoma 

In October, 1993 there were three needs identified 
by the Oklahoma Deaf-Blind Project Coordinators: 
(a) to develop model sites demonstrating respon- 
sible inclusion of students with deaf-blindness that 
could be replicated throughout the state, (b) to 
increase parents' knowledge of effective practices, 
and (c) to provide service providers and families 
of children with deaf-blindness with training in 
personal futures planning (PFP). To meet these 
needs the Oklahoma Deaf-Blind Project, TRACES, 
and HKNC-TAC collaborated in providing techni- 
cal assistance. 

Two elementary schools in Oklahoma were se- 
lected as implementation sites to receive consult- 
antation for a student transitioning from one 
school to another. In the new school the student 
would be in a program that required changing 
classes several times a day. The Oklahoma Deaf- 
Blind Project assisted with disability awareness 
training and facilitated problem-solving by class- 
mates. Project staff followed-up with phone calls 
and visits. In addition, HKNC-TAC conducted 
training for staff on the philosophy and process of 
PFP and will facilitate a PFP meeting for the child 
at an appropriate future date. This collaborative 
effort has provided awareness and skill develop- 
ment training to a number of service providers 
while meeting a specific child's unique educa- 
tional needs. 

If you would like more information, please call 

Jan Watts 
(405) 325-0441. 

TliACES (Teaching Research Assistance to Children Experiencing Sensory 
Impairmcfits) 15 funded through Cooperative Agreement No. H025C3000t 
by the US. Department of Special Education, OSER^ Special Education 
Programs. The opinions and policies exjircssed by TRAL '• do not necessarily 
reflect those of the US. Di^piartment of Education. 



♦♦♦ ♦♦♦ <♦ <♦ ♦♦♦ ♦♦♦ 



We encourage you to copy and 
share information from Deaf- 
Blind Perspectives, but please 
provide appropriate citations. 
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For Your Library 



Developing leisure and recreation opportunities. In 
Everson, J. (Ed.), Su pporting yoiing ^ adults who are 
deaf-blind in their iiommunities ; Transition plan- 
nin g guide for service providers, families, and 
friends . (1995) Baltimore; Paul H. Brookes. 

By K. McNulty, L Mascia, L Rocchio, & R. Rothstein 

This chapter provides a comprehensive view of recreation 
and leisure activities. Beginning with a theoretical over- 
view of the value of recreation, the piece then moves to the 
specifics of guidelines for programming, instructional 
strategies, profiles and case studies. 



Horticulture for the deaf-blind. Horticulture pro- 
gram, Perkins School for the Blind. (1993). 

This handbook shares with parents and other pro- 
fessionals, the lessons learned in 14 years of horticultural 
therapy that has been part of the curriculum at Perkins. 
Includes descriptions and drawings of adaptations that aid 
physically disabled people to enjoy gardening. 



Leisure options in community settings for deaf- 
blind people. Ill European conference of the interna- 
tional association for the education of deafblind 
people. Potsdam, Germany. (1994). 

By T. Gavin 

Offers suggestions to service providers on how to ascertain 
the deaf-blind person's interests, likes/ dislikes, fears, etc., 
so that appropriate leisure activities can be developed. 
Gavin encourages providers to offer integrated leisure 
activities that expand upon the deaf-blind person's skills 
and interests. 



Project S.I.M.P.L.E.: activities for individuals with 
sensory impairments and multihandicaps. In S. 
Grosse & D. Thompson (Eds.) Play and recreation 
for individuals with di sabilities: practical pointers. 
(1993), Reston, VA, AAHPERD 

By L Lieberman 

This article presents games and activities developed for 
students who are deaf, blind, deaf /blind, deaf/multi- 
handicapped and blind/multihandicapped. Games and 
activities are arranged in a developmental sequence, be- 
ginning with locomotor skills and ending with fitness and 
recreation. 
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DB-LINK 

Family Resource Directory 

A.vailable in late May 1995, the DB-LINK Family 
Resource Directory lists the services of eleven na- 
tional organizations that serve as a resource for 
families of children who are deaf-blind. This direc- 
tory was produced in cooperation with the Na- 
tional Family Association for Deaf-Blind. Included 
in the directory are agency summaries, rolodex 
cards, and postcards to send for additional infor- 
mation. 



To request your free directory: 

Families, please contact 

National Family Association for Deaf-Blind 

111 Middle Neck Road 

Sands Point, NY 11050-1299 

(800) 255-0411 

(516) 944-8637 TTY 

All others, please contact 

DB-LINK 

345 N Monmouth Ave 
Monmouth, OR 97361 
(800) 438-9376 
(800) 854-7013 TTY 



DB-LINK 

Family Resource Directory 



Produced in cooperation with 
the National Family Association for Deaf-Blind 



Resource Information Sheets 
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This side also includes post cards 
to return for additional information 
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Conferences 



2nd International CHARGE Syndrome Conference 
Portland, Oregon 
July 21-23, 1995 

Members of the CHARGE Medical Advisory Board and 
other specialists will be available for consultation during 
the conference. Concurrent with the clinic will be an infor- 
mal welcome session. There will be presentations about the 
CHARGE Syndrome f^Tundation. Registration is $75.00 
for adults and $30.00 for children (ages 3-18 yrs.). 



For more information contact 

Marion Norbury 

CHARGE Syndrome Foundation 

2004 Parkade Blvd. 

Columbia, MO 65202 
(800) 442-7604 
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Helen Keller National Center Announces 
Deaf-Blind Awareness Week, June 24-July 1 



Spring 1995 



When Heather 
Whitestone was crowned 
Miss America in 1995, 
she reminded us that 
nothing can prevent the 
realization of a dream. 
Inspired by Helen Keller, 
Miss America’s message 
of “Face your obstacles, 
work hard, and build a 
support team” inspires all 
people, but is especially 
relevant for people who 
are deaf-blind. ..one of 
the most severe 
disabilities. 

Please join the Helen 
Keller National Center 
along with other agencies 
and organizations 
worldwide, in celebrating 
the 1995 Helen Keller 
Deaf-Blind Awareness 
Campaign. 



Helen Keller speaks through Miss America 




The Helen Keller National Center Salutes Heather Whitestone 

Like her role model Helen Keller. Heather Viliitestone's message inspires all 
who can see and hear it — and its even reaching those who c;in't. 



If you know someone who is deaf-blind and who could benefit from programs 
that build self-reliance through dedicated support teams, call 1-800-255-0411. 

Share Helen Keller’s Vision 

Helen Keller Hational Center 

for Deaf-Blind Youths and Adults’ 

111 Middle Neck Road, Sands Point, NY 11050 

*Olx.T.iteil h\ Helen Keller Seruces tor llie Blind IKmiiii (ill H, 1 H hflh .-\\enue. New 'lork NN HXil 1 



Conferences 



Symposium on Deaf-Blindness: 1995 
Austin, Texas 
June 23-24, 1995 

Open to parents, professionals, and anyone interested in 
deaf-blindness. Topics include; unique educational and 
social needs, case study information, using the tactile 
sense, using low vision, using the auditory system, and 
deaf-blind services in the 1990's. Together, families and 
professionals will discuss and show videotaped examples 
of problems and solutions. Registration is $10.00. The num- 
ber of participants is limited to 225 with limited out of state 
availability. 

For more information contact 
Beth Sanchez 

TSBVI Deaf-Bhnd Outreach 
1 100 West 45th Street 
Austin, TX 78756 

(512)454-8631 P 



Lilli Nielsen National Conference 
Novi, Michigan 
June 19-23, 1995 

The Blind Children's Fund will host a National Conference 
For Active Learning: Turning Latent Potential into Dx/namic 
Ability for Infant, Preschool and Multi-Impaired Blind and 
Visually Impaired Children with noted Danish educator Dr. 
Lilli Nielsen. This one week course will present Dr. Niel- 
sen's Active Learning Approach. Original and creative 
new techniques and materials will be introduced for effec- 
tively providing learning environments for blind, visually 
impaired, and multi-impaired children. 

For more information contact 

Blind Children's Fund 
2875 North wind Drive Ste 21 1 
East Lansing, Ml 48826-5040 
(517) 333-1725 
(810) 540-4678 
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□ I enjoyed this issue of Deaf-Blind Perspectives but I am not on your mailing list. Please send future 
issues to the address below. 

□ I've moved! Please send future issues of Deaf-Blind Perspectives to my current address. 

□ I'm buried in interesting publications! Please remove my name from your mailing list. 

Name: Agency: 

Street: City: State: Zip: 

Comments 



Mark appropriate categories (3 max.) 

□ Person or parent of person who is disabled 

□ Special education {e.g., teacher, aide) 

□ Administration {e.g., Dept, of Ed., project director) 

□ Service provider social worker, group home) 

□ Technical assistance provider 

□ Higher education teacher /researcher 



□ Regular education (non Spec.-Ed.) 

□ Therapist {e,g., OT/PT/speech) 

□ Teacher trainer 

□ Government personnel 

□ Medical professional 

□ Other 



Please send my copy in: 

□ Grade 2 braille □ Large print 

□ Standard print □ ASCII 



Mail to; Deaf-Blind Perspectives • Teaching Research Division 
• 345 N. Monmouth Ave. • Monmouth, OR 97361 • or call 
Randy Klumph (503) 838-8885, TTY (503) 838-8821, 
fax: (503) 838-8150, E-mail: 73373.122@compuserve.com 



Deaf-Blind Perspectwes can be downloaded from Librjiry 5 of the CompuServe Disabilities Forum. 
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Deaf-Blind Perspectives is a free publication, published three times a year by the Teaching Research Division of Western Oregon State College. The 
positions expressed in this newsletter are those of the author(s) and do not necessarily reflect the position of the Teaching Research Division or 
the U S. Department of Education. 
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